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Preface

This book has evolved as part of the 2000 Living Donor Consensus Conference,
which recommended that all transplant centers have a living donor advocate “whose
only focus is on the best interest of the donor.” In 2007, the Department of Health
and Human Services (DHHS) and the United Network for Organ Sharing (UNOS)
included in their requirements that all transplant centers provide living donors with
an advocate. I was appointed to be the independent living donor advocate (ILDA)
at our transplant center and since that time have been interested in the development
of guidelines to facilitate the best practices of ILDAs to decrease potential harm and
bias to living donors and transplant candidates. This book was intended to provide
ILDAs with information that would facilitate their understanding of the complexity
of the living donor surgeries and medical contraindications, evaluation of the donor
by the ILDA, and bioethics involved in living donation. However, the book may
also be beneficial to other health care professionals, within as well as outside of
transplant, and to potential transplant candidates and living donors.

The first section of the book includes chapters describing the five different types
of living donor surgeries that are performed at this time—Xkidney, liver, intestine,
lung, and pancreas—and the medical evaluation and contraindications for such sur-
geries. A chapter in this section is also devoted to the living donor kidney exchange
program, which describes the complexities and nuances of those who participate
in these exchanges. The authors who contributed each of these chapters are inter-
nationally recognized leaders in their field and graciously shared their time and
expertise to provide an overview of these complex surgeries.

The next section of the book is devoted to issues regarding living donor advo-
cacy, and these chapters are written by those who practice as ILDAs or who have
donated an organ to a loved one. Many of the ILDAs who have written chapters for
this section of the book also serve as leaders in their respective fields and are active
in transplant organizations that are advancing the field of transplantation but also
involved in the protection of living donors. The first chapter provides a history of
living donation and specifically how the role of the ILDA has evolved. This is fol-
lowed by a presentation of the findings of a national survey regarding the qualifica-
tions, practices, and ethical challenges faced by ILDAs. The next chapter describes
the advantages and disadvantages of the independent living donor team versus an
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ILDA. A subsequent chapter is dedicated to describing the different types of donors.
This is followed by a chapter devoted specifically to unrelated donors, who are in-
creasing in numbers at many centers. We have also included chapters describing the
timing and components of the ILDA evaluation and contraindications for surgery
from the ILDA perspective. This section concludes with a chapter devoted to how
disagreements may be resolved between the ILDA and the transplant team, as well
as a chapter written by a living donor who shares her experience.

The final section of the book includes chapters about ethical issues related to
living donation that are written by ILDAs and others who have expertise in bioeth-
ics and are internationally recognized. The first chapter in this section addresses
the informed consent process for donors, which is viewed as challenging owing to
the Hippocratic Oath, “primum non nocere” or “do no harm,” and the frequently
unspoken pressures associated with the potential loss of a loved one. The next chap-
ter provides considerations with regard to the assessment by the ILDA of pressure
or coercion by the candidate, the candidate’s family, and/or by the medical teams.
Valuable consideration and financial risks of living donation are also discussed. A
chapter is also devoted to the issue of donor autonomy and the balance between ad-
vocacy and protection of donors. A timely chapter on the health disparities that are
observed within transplantation and, specifically, living donation is also included.
Finally, recommendations for practice guidelines for the ILDA are proposed; how-
ever, these recommendations will continue to evolve owing to the constantly chang-
ing field of transplant and living donor advocacy.
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Part 1
Living Donation



Chapter 1
The Medical Selection of Live Donors

Christine Wu and Henkie P. Tan

Introduction

Living donation has been an integral part of transplantation since the field’s incep-
tion, with the first successful kidney transplant taking place between identical twins
in Boston, Massachusetts, in 1954. While there are many potential advantages to
living donation, donation poses both short- and long-term risks to the donor.

Ethics

The first principal of medical ethics, primum non nocere (“first do no harm”),
charges the medical profession with considering the potential harm of any medical
intervention. However, living donation, as a procedure not undertaken to benefit the
individual undergoing surgery, is associated with inherent harm to the donor, when
interpreted in a broad sense of the word. Risks include blood loss, pain, temporary
loss of wages, reduction in organ function, visible physical changes such has scar-
ring, and loss of the whole self. The medical evaluation of live donors necessar-
ily takes a more narrow interpretation of harm to mean undue risk, those that are
modifiable or preventable that may be associated with substantial new morbidity,
both perioperative and long term—occurrences such as inadequate remaining organ
function, major cardiovascular events, infection, or even death. Some have advocat-
ed the complete separation of the donor evaluation from all recipient considerations
as necessary to preserve an unbiased assessment of the donor; however, the medical
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selection of live donors must consider organ recipient issues such as transmission
of infection or malignancy, the provision of adequate organ function, and the risk of
recurrent disease. When an independent living donor team is not possible, the living
donor advocate can serve only the living donor and is not involved in the evaluation
of the transplant candidate.

While a primary goal of the medical evaluation of the live donor is to inform
the potential donor of the short- and long-term medical risks involved with organ
donation, the degree of risk acceptable to donors can vary widely, with emotion-
ally committed donors such as parents potentially willing to accept even extreme
risk [1]. Risk tolerance also differs between individual transplant medical centers;
however, the implications of poor outcomes in today’s media-rich society have the
potential to widely affect society’s view and trust of the transplant community as
a whole. Thus, the medical selection of live donors involves the identification of
donors with risk profiles that are acceptable from the multiple standpoints of the
donor, the recipient, the transplant medical team, and the transplant community.
In addition to patient autonomy, other nonmedical threats to donor safety, whether
motivated by monetary incentive or altruistically motivated by the desire to expand
access to transplantation, have led to an increasingly broader acceptance of indi-
viduals for organ donation. Those involved in the medical selection of living donors
should recognize the limitations of currently available data in determining risks for
individuals with medical comorbidity.

Available Data on Risk to Donors

There has been a general decrease in morbidity to living donors with improved
operative technique and the advent of, and increasing experience with, laparoscopic
techniques. Operative mortality from living kidney donation is reported to be on the
order of 0.03 %, and for liver donors 0.1-0.5% [1, 2]. Quantitative long-term risk
assessment for donors is more difficult to interpret. Individual center data generally
provide limited follow-up given the inadequate resources dedicated to accurate data
collection and a disincentive to find poor outcomes. The issue of underreporting is
of concern as the reporting of donor deaths is not universally mandated. Large data
sources such as North European national registry data [3—6] and military data [7]
are composed of populations that are not necessarily representative of an individual
donor and cannot account for genetic differences due to race or familial predispo-
sition. In general, however, published accounts to date have found that long-term
survival of living kidney donors has exceeded expected survival. The same cannot
be said definitively for nonrenal solid organ donors where donor risk is often much
higher [8]. In addition, it remains to be seen, even for kidney donors, whether the
long-term outlook for their health will change as stringent donor acceptance criteria
are increasingly relaxed.
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Medical Suitability

The ideal donor for any organ is someone who is young and in perfect health—tak-
ing no medications, with no significant personal or family history of significant or
chronic illness, with normal body mass index, normal physical exam, and normal
laboratory and other testing. However, the increasing gap between donor supply
and demand has led to the cautious acceptance by transplant centers of individuals
who are increasingly farther from the ideal. Acceptance criteria for living kidney
donors with modified risk varies widely by organ and by transplant center, with
guidelines based mostly on expert opinion or weak evidence [9]. For organs very
rarely involving living donors (pancreas, intestine, and lung), and in the case of
lung transplantation, possibly involving multiple donors, available data to inform
decision-making are scarce.

The published discussion of risk, to date, has been mostly limited to those at-
tendant to specific isolated comorbidities and medical conditions. However, current
data lack reliable quantitative risk estimates for even the most common medical
conditions such as hypertension or obesity [10]. A participant in the Amsterdam
forum [11] outlined a method for semiquantitatively estimating risk by using the
prevalence of specific medical conditions in the general population and the inci-
dence of the outcome of interest associated with that condition with the following
equation: (yearly risk of end-organ disease due to “A”) divided by (prevalence of
“A” in the population) multiplied by (number of years of expected life remaining).
As an example, in the year 2000, 20,000 cases of end-stage renal disease (ESRD)
were attributed to hypertension, which had a prevalence of 70 million. Thus, the raw
yearly risk of 1/3,500 patient years can be multiplied by 20 years to obtain 1/175
as an estimate of the risk of developing ESRD due to hypertension in an individual
over the next 20 years. Unfortunately, such an estimate does not factor in the effect
of donation or the presence or future development of other comorbid conditions that
may have an additive or synergistic effect on risk. In addition, there are no current
data available on the effect of diminished renal function in previous organ donors
on the risks associated with future diagnostic testing (e.g., radiologic procedures
requiring the administration of intravenous contrast) or on the tolerability and dos-
ing of drug therapies.

Age

As a general rule, most transplant centers agree that minors less than 18 years of age
should not be used as living donors, and a number of centers consider age 18-21 to
be a relative exclusion [9].

The population in the U.S. and in most of the developed world is aging [12].
Donor age has paralleled this trend [13]. A 2007 survey revealed that 59 % (twice
the percentage in the 1995 survey) of US transplant centers do not set an upper
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age limit for living kidney donation [9]. In general, the function of the organ to be
donated as well as regenerative capacity decline with age while the number of co-
morbid conditions increases. In addition, while baseline function changes gradually
as individuals age, a much steeper decline in functional reserve occurs with aging
[14]. What is not known is whether organ donation affects the rate of expected age-
related functional decline. Whether decline is inevitable with normal aging or due
to environmental pressures is also unknown. The marked decline in graft survival
with increased age seen in deceased kidney transplantation is not seen with living
donation, where even older living donor outcomes exceed that of standard criteria
deceased donor transplant outcomes [15]. The Scandinavian national health reg-
istry demonstrates preserved glomerular filtration rate (GFR) in older donors, no
accelerated loss of kidney function in live donors with normal renal function at the
time of nephrectomy, but age-expected decline [16]. Age has been associated with
decreased hepatic volume, resistance to oxidative stress, drug metabolism, hepa-
tobiliary function, and regenerative capacity, yet successful transplantation from
donors in their seventh and eighth decades of life has been reported [17]. Thus,
for kidney and liver donor evaluation, organ reserve may be less of a concern than
donor comorbidity as the individual ages.

The optimal upper age limit for organs other than kidney or liver is even less
clear. An individual reaches his maximal number of pulmonary alveoli by age
10-12 years, with maximum function by age 20-25. Dilatation of alveoli, airspace
enlargement, decreased surface area for exchange, loss of tissue support for periph-
eral airways, and “senile emphysema” are all concerns with older lung donors and
reportedly associated with inferior graft survival. Living lung donation is generally
restricted to those less than 55 years of age [18]. Even less is known about the role
of age in other living donor candidates.

Transmission of Infection

Donors are routinely screened for infections that can be transmitted through organ
transplantation. These include infections that would constitute a contraindication to
donation such as the viral hepatitides and human immunodeficiency virus (HIV).
Hepeatitis C positive (HCV+) donors can be considered for HCV+ recipients if the
donor has an undetectable viral load (i.e., donor is polymerase chain reaction (PCR)
negative), especially for donors infected by more easily treated genotypes and no
evidence of chronic hepatitis or cirrhosis on biopsy. The recipient should be coun-
seled regarding the possibility of reinfection or relapse and the implications that
organ donation may have on the risk of disease progression and ability to tolerate
available antiviral treatment. For potential donors who are found to be hepatitis B
core antibody (HBcAb) and hepatitis B surface antibody (HBsAb) positive, total
HBcADb (both IgG and IgM) is required to exclude low-level hepatitis B surface
antigen (HBsAg) and escape mutants of hepatitis B virus (HBV) not detectable by
current screening assays for HBsAg. If [gM+, donation should be delayed. A poten-
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tially infected donor who is HBV PCR negative may be considered for an immune
(natural or immunized) recipient.

Prospective donors should also be screened for infections that would not be con-
sidered absolute contraindications to donation but may have a significant impact on
the recipient’s risk of disease and may require specific pre-, peri-, or postoperative
treatment and/or prevention strategies. Such infections include the herpes viruses,
cytomegalovirus (CMV), Epstein—Barr virus (EBV), and syphilis. Some viruses
that fit this category may be incorporated into routine screening only in areas where
endemic. For example, donors from endemic areas may be screened for additional
infections such as Chagas disease (7rypanosoma cruzi), schistosomiasis, strongy-
loidiasis, brucellosis, malaria (Plasmodium falciparum), endemic fungal infections
(coccidiomycosis, histoplasmosis, and cryptococcosis), human T-lymphotropic vi-
rus (HTLV), and tuberculosis. Routine screening of more unusual or rare infections
that have been associated with disease transmission from deceased donors such
as West Nile virus and rabies is not usually recommended for living donors [19].
Potential donors who resided in the UK during the bovine spongiform encepha-
lopathy (BSE) risk period (1980s to 1990s) who ate meat or who have a family
history of unexplained neurodegenerative disease are not permitted to donate blood
in North America, Australia, and New Zealand. The remote risk of disease transmis-
sion should be discussed with any potential donor—recipient pair for which BSE is
of concern.

Transmission of Malignancy

The lifetime risk of developing cancer, exclusive of nonmelanomatous skin cancer,
has been estimated to be 40—45% [20]. The risk of unidentified cancer increases
with the aging of the donor population. Based on the deceased donor experience, the
risk of donor transmission, even with a history of curative resection, for most can-
cers is high, particularly for certain cancers such as melanoma, choriocarcinoma,
lung cancer, and advanced breast and renal cell carcinomas [21]. Thus, in general,
any prior history of malignancy usually excludes live donation. Exceptions may be
made for cancers considered to be cured, where both risk of disease recurrence and
the potential risk of transmission can be reasonably excluded, and where the cancer
does not decrease the reserve of the organ to be donated or increase operative risk
(e.g., Dukes A colon cancer with disease-free survival of greater than 5 years, non-
melanomatous skin cancer, and in situ cervical cancer). Both donor and recipient
should be informed that transmission cannot be excluded with absolute certainty.
All living donors should be screened by history for preexisting cancer and they
should undergo age-appropriate cancer screening. Many centers adopt screening
recommendations put forth by major cancer societies. The American Cancer So-
ciety recommends breast cancer screening with mammography beginning at age
40, colon cancer screening with one of various modalities including colonoscopy
at age 50, cervical cancer screening with pap smear testing beginning at age 21,
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lung cancer screening only for high-risk individuals, and consideration of prostate
cancer screening beginning at age 50. A careful skin exam should be performed on
all potential donors.

Other Comorbid Illnesses

Uniform methods for defining and quantifying risk from isolated comorbid illness,
even common conditions such as hypertension in kidney donors, have not been
conclusively established. While the following is a discussion of select isolated co-
morbidities, potential donors with a combination of minor conditions, such as a con-
stellation that suggests the metabolic syndrome, are often discouraged from donating.

Obesity

Data suggest an association between obesity and kidney disease. Unilateral nephrec-
tomy for nondonation is associated with an increased risk of proteinuria and chronic
kidney disease (CKD) on long-term follow-up in patients with BMI >30 kg/m? [22].
These findings have led to a trend over the last decade toward stricter application of
weight requirements for donors [9]. Potential donors with BMI =35 kg/m? should
be discouraged from donating, and those with irreversible associated comorbidities
should not proceed with donation. Obese individuals should be encouraged to lose
weight prior to donation with, at minimum, provision of healthy lifestyle education,
and they should be informed of both acute and long-term risks of being overweight.

Cardiovascular Disease

The majority of individuals being considered for living donation, according to the
American College of Cardiology/American Heart Association (ACC/AHA) con-
sensus guidelines for preoperative cardiac testing prior to noncardiac surgery [23],
would not meet the criteria for testing, which recommend limiting preoperative
cardiac testing to patients with “active cardiac conditions” (unstable coronary syn-
dromes, decompensated heart failure, significant arrhythmia, or severe valvular dis-
ease) or patients with “clinical risk factors” (history of ischemic heart disease or
congestive heart failure, cerebrovascular disease, diabetes, or kidney disease). Even
minor predictors of ischemic heart disease, for which testing is not recommended
because these factors have not been proven to be independently associated with
higher perioperative risk, including age greater than 70, abnormal electrocardio-
gram (EKG), rhythm other than sinus, and uncontrolled hypertension, would also
generally exclude an individual from consideration as a potential living donor.
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However, because the donor surgery is not undertaken for the benefit of the indi-
vidual undergoing surgery, and needs to consider not only immediate perioperative
risk but also long-term donor health, transplant centers, in general, have adopted
a much lower threshold for cardiac testing. While the guidelines published by the
cardiovascular societies have increasingly narrowed the indications for preopera-
tive stress testing, routine cardiac testing for donors has become more widespread
in transplant centers [9]. At our center, all prospective organ donors are asked to
obtain an EKG. Stress testing is requested for all potential donors aged greater than
50 years.

Pulmonary Disease

Routine preoperative pulmonary function testing (PFT) is not recommended in sta-
ble, asymptomatic donors, with the exception of lobar lung donors. Careful history
and physical examination are generally sufficient to assess risk. In select individuals
with concern for underlying lung disease, PFTs may be considered. There are no
validated threshold values for the exclusion of living donors based on PFT testing.
However, the risk of postoperative pulmonary complications increases with FEV1
or forced vital capacity (FVC) values of <70% predicted [24]. Patients at risk of
developing progressive chronic lung disease should be excluded from donation.

Smoking

Pneumonia is the most serious complication after noncardiac surgery and the third
most common postoperative infection [25]. Smoking increases the risk of perioper-
ative death, pneumonia and respiratory failure, cardiovascular events, and infection
[26, 27]. Even tobacco cessation interventions instituted within 4 weeks of sur-
gery appear to significantly decrease perioperative risk [28]. A recent meta-analysis
debunks the oft-cited concern that quitting too close to the date of surgery may
have detrimental effects on surgical outcomes due to factors such as physiological
response to nicotine withdrawal and increased stress and anxiety [29]. All potential
donors who smoke should be offered tobacco cessation interventions and encour-
aged to quit smoking as soon as possible and to commit to lifelong abstinence. The
Amsterdam Forum on the Care of the Live Donor advises abstinence from both
smoking and alcohol for at least 4 weeks prior to donation [11].

Venous Thromboembolism

There are no consensus recommendations regarding the screening for hyperco-
agulopathy. It would be prudent to carefully examine family and personal history
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of hypercoagulable events (venous or arterial thrombosis, second or third trimes-
ter miscarriage). At our center, a comprehensive coagulation profile (testing for
activated protein C (APC) resistance to detect Factor V Leiden mutation, antithrom-
bin III, proteins C and S, prothrombin (Factor IT) mutation, anticardiolipin antibod-
ies, and lupus anticoagulants, prothrombin time (PT), and activated partial throm-
boplastin time (aPTT)) is requested only for individuals with a concerning personal
or family history. Because the Factor V Leiden mutation is highly prevalent, pres-
ent in 3-8 % of the healthy White population [30], and its association with venous
thrombosis increases markedly with the use of oral contraceptives, many transplant
centers recommend that all women discontinue the use of oral contraceptives, sub-
stituting effective alternative birth control, for at least 4 weeks prior to surgery, with
treatment resumption only when fully ambulatory following surgery.

Organ Reserve

No living organ donation should proceed without ensuring that the donor has suf-
ficient organ reserve to allow for normal function for the remainder of the donor’s
expected life. The assessment of organ reserve necessarily varies by organ and may
be complicated by competing methodologies as well as methodological flaws and
limitations. The ability of a specific organ to either regenerate or accommodate,
and how organ donation affects the rate of expected functional decline of aging, is
important to consider. In addition, any potential extra-organ consequences associ-
ated with even moderate loss of function of the donated organ (e.g., association of
cardiovascular disease with even moderate degrees of renal insufficiency) need to
be considered and discussed with the potential donor. The detailed discussion of
individual organ-specific testing is beyond the scope of this chapter.

Graft function and survival are related not only to donor organ size and function
but also to recipient factors such as gender, size, and, for some organs such as the liv-
er, disease severity. Recipient characteristics need to be considered to ensure adequate
provision of creatinine clearance in the case of kidney transplantation, or to avoid
“small-for-size” syndrome in liver recipients, or to determine the need for multiple
donors in lung recipients. Size may also need to be considered for technical reasons,
particularly in the case of adult donors to pediatric recipients where large organs may
lead to difficulties with vascular compression and difficult wound closure.

Pregnancy

Very little is written about the reproductive concerns of potential donors beyond
recommending against donation during pregnancy and need for pregnancy testing.
The use of birth control and its associated risk of thromboembolism have previ-
ously been discussed. Several retrospective studies have found an increased risk
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of preeclampsia in previous kidney donors [31, 32]. However, overall pregnancy
outcomes in prior kidney donors appear to be the same or better than outcomes
found in the general non-donor population. Several published series report out-
comes of pregnancies in previous kidney donors and provide guidelines for living
kidney donors that generally advise delaying pregnancy following donation for at
least 2 months to allow recovery, compensation, and establishment of stable renal
function [11, 31-35].

Staging the Evaluation/Final Checklist

The medical evaluation of the potential living donor should be efficient and timely
to minimize the burden on the prospective donor, while balancing the cost-effec-
tiveness for the transplant center. In general, testing begins with simple screening
tools and progresses through more costly and complex testing. A proposed testing
algorithm is detailed in Table 1.1. Careful testing is for naught if the studies are not
thoroughly reviewed prior to proceeding with living donation. While time consum-
ing, duplicate independent review by more than one individual is recommended to
minimize human error.

Counseling Regarding Follow-Up Care

Many potential donors are not up to date with recommended health maintenance
and screening. The donor evaluation offers an opportunity to improve the health of
the donor by addressing long-term health concerns such as routine cancer screen-
ing, obesity, tobacco smoking, and safe use of potentially organ-toxic medications,
particularly those available over the counter. In general, the need and intensity of
medical follow-up after living donation is dependent on the type of organ donated,
donor age, and medical risk. Consensus guidelines for living donation recommend
that donors should be actively followed for at least 24 months following donation
by the transplant center, then lifelong by a primary-care physician [36].

Unmet Needs

In 2007, the Organ Procurement and Transplantation Network/United Network for
Organ Sharing (OPTN/UNOS) notified transplant programs that federal regulations
now require OPTN to develop policies regarding living donors and living donor
recipients. Guidelines for the evaluation of kidney and liver donors are now posted
on the OPTN website.
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Table 1.1 Medical selection of live donors
. Phone screening
Age, weight
History of medical or psychiatric illness/substance abuse
Medications
2. Compatibility testing
ABO
HLA, crossmatching®
3. Assessment of functional reserve of donor organ, organ specific
. Clinic evaluation
a. Professional evaluations (surgery, medicine, behavioral health, social work, financial, dieti-
cian®) for history and physical to assess general medical conditions as well as organ-specific
concerns
b. Address risk modification—smoking cessation, weight loss, hypertension
c. Determine appropriate testing
d. Assess ability to comply (medical insurance, established PCP for follow-up)
e. Independent donor advocate
f. Discuss future risks, address reproductive health concerns, and obtain informed consent
. Testing
a. Preliminary laboratory work—chemistries, blood sugar, liver function, albumin, calcium,
phosphorus, PT/PTT, HCG quantitative for premenopausal women without surgical
sterilization
b. Infection screening

(1) Routine serologic testing (HIV, viral hepatitis, CMV, EBYV, herpes virus, syphilis,
tuberculosis)

(i1) Additional testing for endemic exposure (Chagas disease (7rypanosoma cruzi), schis-
tosomiasis, strongyloidiasis, brucellosis, malaria (Plasmodium falciparum), endemic
fungal infections (coccidio, crypto), HTLV, West Nile, toxoplasmosis)

c. Cancer screening
d. Major comorbidity screening®
(i) Cardiac—EKG, stress test, echocardiogram, carotids

(ii) Pulmonary—PFTs, CXR

(ii1) Thrombophilia

(iv) Metabolic—diabetes screening (FBS, OGTT, HbA 1C), lipids

e. Organ-specific imaging/testing
6. Final checklist—at least two independent reviewers

N

W

Cost/complexity increases from 1 to 5

HLA human leukocyte antigen, CMV cytomegalovirus, EBV Epstein—Barr virus, PT prothrombin
time, PTT partial thromboplastin time, HCG human chorionic gonadotropin, PCP primary-care
physician, HTLV human T-lymphotropic virus, PFT pulmonary function testing, CXR chest X-ray,
FBS fasting blood sugar, OGTT oral glucose tolerance test

2 Compatibility testing is not necessary for successful transplantation of most organs [37]

b As indicated for BMI <18 or >30

¢ The studies below may not all be required. Specific testing is determined at stage 4c during clinic
evaluation

A consistent theme in this chapter is the need for more comprehensive and
accurate data on donor outcomes. Several guidelines have been proposed over
the years, but much of the work has been duplicative based on a paucity of good
available data. The establishment of long-term comprehensive prospective studies
and national registries would provide an important step toward this goal. Given
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the potential negative impact of reporting adverse outcomes on the reputation of
individual hospital centers, the successful recruitment of future donors, and the abil-
ity to maintain and attract new insurance providers, universal reporting must be
mandated. In addition, information on specific risks in minority populations, par-
ticularly ethnic subgroups with known health risk factors (i.e., African Americans,
Native Americans, and Hispanics), is needed.

The ability to quantify risks associated with common conditions such as ad-
vanced age, obesity, hyperlipidemia, and tobacco use would help not only the donor
but also the medical team, and the transplant community as a whole, to establish
thresholds of acceptability and to develop appropriate recommendations for follow-
up care. A better understanding of the interaction between these factors and re-
cipient characteristics may be helpful not only in determining the acceptability of
a donor, but also in choosing among donors for recipients who may have several
potential options.

Medical outcomes like operative complications, readmission rates, development
of disease, or death tell only part of the story. The impact of organ donation on qual-
ity of life may be just as important to an individual considering living donation. In
the end, the medical selection of the living donor must recognize that the ultimate
decision to proceed with living donation will be an individualized one made in a
spirit of cooperation between the individual most affected, the donor, and the trans-
plant medical team whose role is to safeguard the donor’s health and well-being.
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Chapter 2

Kidney Paired Donation Programs

for Incompatible Living Kidney Donors
and Recipients

Sommer E. Gentry, Ron Shapiro and Dorry L. Segev

Rationale

About one-third of people who offer to donate a kidney will be either blood type
incompatible or human leukocyte antigen (HLA) incompatible with their intended
recipient. Kidney paired donation (KPD), or kidney exchange, circumvents the in-
compatibility between donor and intended recipient by redistributing organs among
two or more donors before the transplants [1]. In the simplest type of KPD, two
donors exchange kidneys so that their two candidates can each receive a compat-
ible transplant (Fig. 2.1). The donor operations are usually started simultaneously,
to prevent the situation in which one donor decides not to donate after that donor’s
intended recipient has already received a kidney.

Many extensions to this concept, such as three-way and larger exchanges, com-
patible paired donation, and use of nondirected (altruistic) donors, have allowed
greater numbers of people to find matches. KPD is the fastest-growing modality of
living donation in the U.S., growing from just a handful of transplants in 2000 to
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Fig. 2.1 A two-way kidney
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surpass 500 transplants per year in 2010 [2]. Kidney exchange accounted for nearly
10% of living kidney transplants in 2011.

History

KPD was first suggested in the literature by Rapaport in 1986 [3], but some ob-
servers argued that this modality would help only a small number of people [4].
The earliest functioning exchange programs may have been those in Korea that
accomplished more than 100 transplants by 1997 [5]. In the U.S., single-center
programs were performing KPD at a low rate until 2005, when a national consen-
sus conference was held to discuss the possibility of larger registries that would
combine incompatible pairs from many transplant centers to find more matches.
Because the National Organ Transplantation Act of 1984 forbade acquiring or
transferring a kidney for valuable consideration, members of the transplant com-
munity pressed the US Congress to pass the Charlie W. Norwood Living Organ
Donation Act of 2007 clarifying that kidney exchange was legal. The current land-
scape for KPD in the U.S. includes several single-center programs [6], multicenter
consortia [7-9], and a registry operated by the organization that administers de-
ceased donation in the U.S., the United Network for Organ Sharing. Recently, a
second consensus conference produced detailed recommendations for developing
KPD in the U.S. [10].

Mathematical and Computational Considerations

Once a paired donation program exceeds about 10 or 20 pairs, it requires a non-
trivial mathematical optimization to find the combination of matches that achieves
the greatest number and the most optimal transplants. Two possible combinations of
matches for the same ten pairs are shown in Figs. 2.2a and b. Each small numbered
circle represents two people: a kidney transplant candidate and his incompatible
donor. The lines that connect some of the circles show cases in which a paired ex-
change is possible; that is, if a line connects two circles, then the donor of each pair
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Fig. 2.2 a One possible combination of two-way KPD matches is shown with dark lines, repre-
senting eight transplants among ten incompatible pairs. Each small arbitrarily numbered circle
represents two people: a kidney transplant candidate and his incompatible donor. The /ines that
connect some of the circles show which two-way KPD matches are possible. If a /ine connects two
circles, then the donor of each pair is compatible with the recipient of the other pair. b A different
combination of two-way KPD matches is shown in the dark lines, representing six transplants
among the same ten incompatible pairs as in (a). There are no feasible KPD matches for the
remaining four incompatible pairs

is compatible with the recipient of the other pair. Sophisticated mathematical algo-
rithms are required, in general, to find the optimal matching in Fig. 2.2a, in which
the dark lines show how four exchanges could result in transplantation for eight of
these ten participants. All of the decisions in any paired exchange registry affect the
opportunities for other pairs in the group. For instance, after performing the three
exchanges shown in Fig. 2.2b, only six people out of these same ten have been trans-
planted, and there is no way to find compatible transplants for the remaining four.

Many considerations besides the absolute number of transplants are important
in choosing which incompatible pairs should be matched with more optimal donors
and candidates. Matches that involve pediatric candidates, highly sensitized candi-
dates, or matches in the same transplant center are preferred, as are matches for the
pairs that have been waiting the longest. KPD registries generally use optimization
methods like integer programming to maximize the benefit afforded to all pairs in
the registry.

These static optimization methods require all donors and recipients to wait for
some period of time before any matches are made, or else the entire advantage will
be lost. KPD registries that do not wait for 25-100 registrants to accumulate be-
tween matches are predicted to achieve about 10-20 % fewer transplants than would
otherwise be possible [11]. Competition among multiple registries might predict-
ably lead to just this outcome, in which the drive to make matches earlier means
fewer matches overall. A more advanced mathematical technology called dynamic
optimization could alleviate this trade-off, but these methods for KPD matching are
still being developed [12, 13].
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An expanded definition of KPD would include exchanges among three or more
pairs. The donor of one pair gives the recipient of the next pair, whose donor gives
to the recipient of the next pair, and so on, until the last pair’s donor gives to the
recipient of the first pair in the cycle. Moving to three-way or larger exchanges sig-
nificantly increases the likelihood that any pair will find a match.

Desensitization protocols using high-dose intravenous immunoglobulin (IVIg)
or plasmapheresis and low-dose IVIg have enabled successful transplants against
either human leukocyte antigen (HLA) or blood type incompatibilities. Thus, de-
sensitization might be viewed as an alternative to KPD. However, some incompat-
ible pairs can only be transplanted through a combination of desensitization and
KPD. This situation arises when a transplant candidate has very high donor-specific
antibody levels against the intended donor, but the candidate has a lower level of
donor-specific antibody for some other donor in the exchange pool. To offer one
example, more than half of all KPD recipients in the Johns Hopkins Hospital In-
compatible Kidney Transplant program have required desensitization.

One complicating factor in all paired donation registries is imperfect prior infor-
mation about exactly which donors are compatible with which candidates. Even with
proper histocompatibility testing, which includes donor and recipient HLA typing
and recipient antibody testing to identify unacceptable antigens, unexpected positive
crossmatches will occur. An unexpected positive crossmatch will cancel all of the
transplants in a planned kidney exchange. These unexpected positive crossmatches
are very disruptive to the operations of a KPD registry, causing delays and disap-
pointment for enrolled incompatible pairs. Strict standards for histocompatibility
laboratories might mitigate this difficulty. Histocompatibility experts play a vital role
in managing KPD, especially for centers that combine KPD with desensitization.

Blood Type Distribution and the Role of Compatible Pairs

Because a selection bias skews blood types among incompatible pairs, the pairs
who have overrepresented blood types will find it difficult to match to a comple-
mentary pair. For example, the population of incompatible pairs will be enriched
for O blood type recipients because O recipients are blood type incompatible with
all A, B, and AB donors. On the other hand, pairs with O blood type donors would
only seek KPD in the comparatively rare circumstance that the donors were HLA
incompatible with their intended recipients. The 28 % of incompatible pair donors
who have O blood type will not be sufficient to match the 59 % of incompatible pair
recipients who have O blood type [ 14]. Simulation studies suggest that O blood type
recipients with non-O donors and all recipients with AB donors will wait longer and
match at lower rates [15].

If donors who are compatible with their intended recipients also participated in
KPD, the blood type imbalance could be corrected and twice as many incompatible
pairs would find a match [16]. Compatible pairs might join a kidney exchange pool
to find a donor who is a better size match, HLA match, or age match for the intended
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Fig. 2.3 A nonsimultaneous extended altruistic donor chain, initiated by a nondirected donor from
Michigan. The recipients of transplants 6 and 9 required desensitization in conjunction with donor
exchange. (From Rees et al. [19], Copyright © 2009, Massachusetts Medical Society. Reprinted
with permission)

recipient; recent evidence supports this practice, particularly in the case of older liv-
ing donors [17]. Compatible pairs also might offer to participate in kidney exchange
out of an altruistic desire to help candidates with incompatible donors. The larg-
est single-center KPD program in the U.S., at Methodist Specialty and Transplant
Hospital in San Antonio, makes extensive use of compatible pairs and 35 % of its
transplant volume is paired donation [6].

Role of Nondirected Donors

Nondirected donors, or altruistic donors, are people who volunteer to donate a kid-
ney without naming any intended recipient. After appropriate screening and coun-
seling, a nondirected donor might give to a candidate on the deceased donor waiting
list. Alternatively, a nondirected donor might give to the recipient of an incompat-
ible pair, and the incompatible donor’s kidney can go to another pair, and so on,
thereby multiplying the gift of the nondirected donation. Figure 2.3 illustrates one
such chain. A consensus conference recently urged that all nondirected donors be
informed about KPD and their potential to trigger multiple transplants through these
programs [10].

Nondirected donors are especially empowered to enable transplants for incom-
patible pairs. In many operating KPD programs, a majority of the transplants are
accomplished in exchanges started by nondirected donors [18]. This is true both be-
cause of a favorable blood type distribution among nondirected donors, with 48 %
of nondirected donors having O blood type, and because nondirected donors relax
the reciprocality requirement that otherwise constrains the last donor to match the
intended recipient of an initiating pair. Further, kidney exchanges that start with a
nondirected donor can relax the restriction of simultaneity.
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At the end of a chain of transplants initiated by a nondirected donor, the donor
of the last pair might donate a kidney to a candidate on the deceased donor waiting
list, or might be asked to wait a few months as a bridge donor. The bridge donor
delays his donation so that he or she can serve as the starting donor for another chain
of transplants after new incompatible pairs join the program. A chain that is always
continued with a bridge donor after a delay is called a nonsimultaneous extended
altruistic donor (NEAD) chain [19]. A chain of donations started by a nondirected
donor that ends with a donation to a deceased donor waiting list candidate is called a
domino paired donation [20]. A simultaneous domino paired donation ends immedi-
ately with a donation to the waiting list; a nonsimultaneous domino paired donation
incorporates one or more bridge donors who extend the domino through time until
it ultimately ends with a donation to the waiting list.

When the donations are performed in succession starting with a nondirected do-
nor, there is less risk associated with nonsimultaneous operations. Because none of
the donor operations in the chain occurs before the intended recipient of that donor
has received a transplant, there is no way for a candidate to remain untransplanted
after his bargaining chip, his intended donor, has already given a kidney. If a bridge
donor decides not to donate, then the incompatible pairs farther down the chain can
be matched into a different KPD arrangement, because every candidate still has his
incompatible donor. This observation holds only for operations performed in the
natural sequence. At least one group has reported performing a successful out-of-
sequence nonsimultaneous chain [21].

In theory, each nondirected donor could begin a very long NEAD chain of dona-
tions extending over time. In practice, the bridge donors become increasingly dif-
ficult to match to the next recipient. In fact, the reason someone is designated as a
bridge donor is usually that he or she does not match any of the recipients presently
in the incompatible pairs registry. Transplant 9 in Fig. 2.3, for example, required
desensitization across a blood type barrier to use an AB blood type donor, and the
sequence of transplants halted again at an AB blood type donor after transplant 10.
It might be the case that bridge donors who are difficult to match and who have to
wait longer are more likely never to donate in the long run. Every KPD registry
using bridge donors that we are aware of has had at least one bridge donor who
ultimately did not donate.

It is not entirely clear whether extending all NEAD chains indefinitely, or ending
domino paired donations with the deceased donor waiting list, will yield a larger
number of transplants [22, 23]. The preferred strategy depends on the precise char-
acteristics of the incompatible pairs, the relative prevalence of nondirected donors,
and the probability of bridge donor withdrawal. The usual practice in registries that
use bridge donors is to ask the bridge donor to donate to someone on the deceased
donor waiting list if no opportunity has been found for that donor to match an in-
compatible pair candidate within some reasonable span of time.

Ethical concerns about nondirected donors in KPD include fears of coercion
for bridge donors who promise to donate later, and the permanent diversion of
transplants from nondirected donors away from the deceased donor waiting list in
NEAD chains [24].



2 Kidney Paired Donation Programs for Incompatible Living Kidney Donors ... 23

Donor Travel Versus Living Donor Kidney Transport

Long-distance kidney exchanges between pairs who live hundreds or thousands
of miles apart are becoming more frequent in the era of large multicenter paired
donation registries. A recent study found that 44 % of matches involved transplant
centers in different states [2]. In the earliest days, physicians worried about de-
grading the performance of living donor kidneys by delaying the transplants to
allow transportation time. Thus, physicians would ask donors in a paired trans-
plant to travel to the hospital where the other pair’s candidate would receive his
transplant.

However, a retrospective review of transplant registry data showed that mod-
erately prolonged cold ischemia times had no impact on long-term outcomes for
live donor kidney transplant [25]. In the first long-distance transport of a live donor
kidney that we are aware of, surgeons transported a kidney by charter jet from San
Francisco, California, to Baltimore, Maryland [26]. Later, a series of 56 transported
live donor kidneys was reported with cold ischemia times up to 14.5 h, and with no
incidence of delayed graft function [27]. Today, the majority of kidney exchanges
among multiple transplant centers in the U.S. are accomplished by shipping the
kidneys rather than by requiring donors to travel.

Donor Education and Other Considerations

All potential living donors should be advised of the possibility of KPD early in
the counseling process, even before tests of compatibility are completed. Potential
donors should have time to consider their preferences regarding donor exchange, to
prevent feelings of coercion if KPD is only mentioned after a finding of incompat-
ibility [10].

Donors considering KPD should receive the standard counseling offered to all
living donors, but should additionally be informed of the unique aspects of mul-
ticenter KPD registries [10]. When joining a paired donation registry, donors and
their intended recipients should know that delays in finding a paired exchange op-
portunity are common. If a provisional match for paired donation arises, there are
many reasons that it might not culminate in an exchange transplant, including lo-
gistical, medical, or compatibility contraindications that could not have been antici-
pated. Each donor should know that details of his or her medical history and health
status, but not his or her identity, likely need to be disclosed to potential matching
candidates and those candidates’ care providers.

The donor consent process for KPD should cover the risks of kidney transport,
the possibility of last-minute cancellations, and the potential for redirecting the kid-
ney to another recipient under rare circumstances.

In kidney exchanges, donor and recipient pairs are kept anonymous to the other
people involved in the exchange, at least until the transplants are completed. After
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that, donors and recipients often arrange to meet each other, or keep each other
informed of their health status, by mutual consent. In some cases, donors involved
in paired exchanges might never learn of the outcome for the person who received
their organ. Alternatively, if exchange partners decide to share information and if
any recipient in a kidney exchange has an unfavorable outcome, it could have an
adverse psychological impact on donors.

Financing KPD

KPD, particularly between different transplant centers, presents novel challenges
for administrators and payers [28]. Every exchange transplant necessitates indi-
vidual financial negotiations and contracts, which might or might not align with
the guidelines for recipient payers. Many prospective donors who require workups
before they can be entered into KPD registries will not actually donate. There may
be additional costs for organ transport or donor travel, as well as out-of-network
pricing for the donor operations. There are also costs, which are not directly re-
lated to the number of transplants performed, for the administrative and logistical
coordination of a multicenter paired donation registry. There is an effort under way
to establish a national KPD standard acquisition charge (SAC), which would accu-
mulate all costs associated with evaluating KPD donors and possibly donor-related
professional fees [29].

International Programs

Many other countries have established KPD programs, which can vary substan-
tially from the US-centric description of kidney exchange presented in this chapter.
For instance, in Germany anonymous donation is strictly forbidden; therefore, the
exchange donors always meet their paired recipients prior to the transplants [30].
In geographically compact Netherlands, rather than transporting the organs after
recovery, as in the U.S., donors in a paired exchange always travel to the transplant
center of their actual recipient [31]. In Canada, some regulatory difficulties have
stalled the widespread use of live donor kidney transports.

Some of the earliest kidney exchanges occurred in Korean transplant programs,
as well as the first known report of a donor hesitating to donate after his intended
recipient had received a kidney transplant [5]. In those early days, researchers also
had to address concerns that allografts from unrelated donors might not perform as
well as those from related donors [32]. With local variations that derive from dif-
fering laws or differing transplant practices, KPD programs are flourishing in many
countries: Canada, Korea, the UK, Romania, India, the Netherlands, and Australia.
A kidney exchange between two countries has even been reported [33].



2 Kidney Paired Donation Programs for Incompatible Living Kidney Donors ... 25

Conclusion

Paired donation offers many donors a path to helping a loved one receive a kidney
transplant, and is the fastest-growing arena of living donation. As exciting as the
numbers are, studies suggest that KPD has room to grow. There are still some trans-
plant centers where kidney transplant candidates who present with an incompatible
living donor do not have access to a KPD registry. At other centers, there may be
transplant candidates who have been on the deceased donor waiting list for some
time who know about a potential living incompatible donor, but have not been en-
rolled for KPD. If all US transplant centers were as active in promoting and pursu-
ing kidney exchanges as the highest-performing centers, researchers estimate that
an additional 1,000 kidney transplants could be achieved every year [34].

This modality is incredibly promising, and many groups working in KPD are
at the forefront of clinical innovation to eliminate histocompatibility, transport, lo-
gistical, and mathematical barriers to performing more transplants. To reduce the
number of provisional matches refused for compatibility or donor criteria, many
registries have employed a preselection step for transplant centers to specify which
of the potential donors are acceptable for each candidate. Coordination of HLA
laboratories is also important, and was responsible for decreasing the unexpected
positive crossmatch rate from 57 to 9% in one registry [8]. Cryobanking of pre-
served donor lymphocytes might enable prescreening of crossmatch compatibility
for highly sensitized candidates.

There are a dozen or more different KPD registries operating in the U.S., and
many incompatible pairs are enrolled in more than one of these registries. This can
lead to disappointment if a pair starts to move forward with an exchange opportu-
nity available through one program while another program tries to match that same
pair to a conflicting arrangement. Further, the highest proportion of incompatible
pairs find a transplant when exchanges are considered among the largest possible
group of exchange partners [11]. That is, if the same 1,000 incompatible pairs are all
enrolled in the same registry, then more transplants will be possible than if 500 pairs
join one registry and the other 500 join a separate registry. As this emerging field
matures, candidates with incompatible donors would gain the most benefit from a
unified KPD registry in the U.S. [10].
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Chapter 3
Living Donor Liver Transplantation

Vikraman Gunabushanam, Abhideep Chaudhary and Abhinav Humar

Introduction

The shortage of organs for transplant is the major limiting factor in liver transplan-
tation. Nearly 17,000 people are actively listed for a liver transplant in the U.S. The
number of deceased donor liver transplants (DDLTs) performed each year is around
6,000. This has not significantly changed since 2004. The mortality on the waiting
list is around 10-15% [1]. Living donor liver transplant (LDLT) provides potential
recipients the benefit of reduced wait-list times and survival. The advantages of
LDLTs are even more evident in parts of the world where deceased donation is
nonexistent.

The concept of LDLT emerged from experience gained from the use of reduced-
size and split grafts in DDLT. The first reported LDLT from adult to child was per-
formed in Brazil (by Raia in 1988), while the first successful adult-to-child LDLT
was performed in Australia (by Strong in 1989) [2, 3]. The positive outcomes of
LDLT led to its application in adults, mostly by utilization of the right lobe from
the donor. The first right lobe liver donation was performed in a child in Japan, due
to anatomical reasons, while the first successful adult-to-adult right lobe transplant
was performed in Hong Kong in 1996 [4, 5]. Wachs et al. performed the first suc-
cessful adult right lobe LDLT in the U.S. in 1998 [6]. LDLT has been widely accept-
ed and adopted in Asia and the rest of the world. Around 4 % of all liver transplants
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Table 3.1 Stages in living Phase I
donor evaluation Phone interview with transplant coordinator

Phase Il

Evaluation by hepatologist, social worker, medical psychologist,
and coordinator

Complete medical history and physical examination

Laboratory tests

Phase 111

Surgical evaluation of donor

Preoperative anesthesia evaluation

CT/MRI to assess vascular/biliary anatomy

Other tests: based on results of initial testing
Presentation at liver transplant-selection conference

Phase IV
Final meeting with surgeon
Informed consent

performed in the U.S. are LDLTs [1]. The proportion is significantly higher in the
rest of the world. With improved donor safety and recipient results, this modality
has continued to emerge as a possible alternative or additional option to DDLT.

Donor Evaluation

The evaluation of a potential donor is a very critical part of the LDLT process. The
evaluation process can vary depending on the intended recipient (adult or pediatric),
planned liver resection (right, left, or left lateral), and transplant center preference;
one possible evaluation process is shown in Table 3.1 [7]. Key to evaluation is
the involvement of a multidisciplinary team including a hepatologist, surgeon, psy-
chologist, social worker, and transplant coordinator. The entire evaluation process
should be thorough yet efficient. Invasive and expensive tests are reserved for the
latter part of the evaluation process.
The basic components of the evaluation process include

* medical,
 surgical, including radiologic, and
» psychological and social.

Medical Evaluation

The purpose of performing a medical evaluation is twofold. The first is identifying
an underlying medical disorder that would jeopardize the potential donor’s health;
the second is to determine the suitability of the liver for transplantation, including
screening for chronic liver disease and viral pathogens [8]. The initial part of this
evaluation is similar to that of any patient undergoing a major abdominal surgery.
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The initial screening of this evaluation can be performed by an experienced
transplant coordinator, and often a phone interview is adequate. A general ques-
tionnaire includes obtaining information on age, height, weight, blood type, and
a medical, surgical, and psychosocial history (including a history of alcohol and
substance abuse). Potential donors with obesity and significant comorbidities can
often be excluded at this stage. Age is an important screening variable at the initial
encounter and potential donors falling outside the center’s accepted age criteria are
excluded. The lower limit of age for donation is determined by the ability to give
legal consent. The upper age limit for donation can vary from center to center but
generally is between 55 and 60 years. Screening blood work can be performed at
a center that is closest to the potential donor. Based on the results of the screening
history and blood work, a potential donor is then brought to the transplant center for
a complete evaluation.

The next phase of the evaluation begins with a complete history and physical ex-
amination by a physician. Individuals with significant underlying cardiac, respirato-
ry, or renal problems are excluded from donation. Individuals with underlying risk
factors for these specific organ systems (e.g., age >40 and family history of cardiac
disease) may require specialist consultation and tests. A more thorough and com-
plete set of blood tests are now obtained assessing organ functions, potential risk
factors (including risk of clotting), and potential for viral transmissions (Table 3.2).

Special considerations include the following:

» Donor obesity: Obese individuals are at an increased risk of surgical complica-
tions including bleeding, wound infection, and cardiopulmonary problems. The
incidence of hepatic steatosis is greater in obese individuals. One study sug-
gested that 78 % of potential donors with a body mass index (BMI) greater than
28 kg/m? had over 10% steatosis on liver biopsy [9]. However, not all studies
have shown this degree of correlation. A BMI greater than 35 would exclude
living liver donation for most centers. While many centers exclude donors with
BMI >30, a few selectively evaluate these donors and perform a liver biopsy to
exclude hepatic steatosis [10].

* Hepatitis B Core Antibody (HBcAb) positive donors: The concerns of using
HBcADb positive donors are twofold—risk to the donor and risk of transmission
to the seronegative recipient [11]. The proportion of donors who are HbcAb
positive is variable. In Asia, over half of evaluated donors test positive, and re-
sults from these areas have shown that the risk to seropositive donors is not
different from HbcAb-negative donors. A liver biopsy is performed in HbcAb-
positive donors to exclude hepatic inflammation and fibrosis. The concerns for
the recipient are similar to that of a deceased donor who is HbcAb positive. The
risk to a seronegative recipient can be nearly eliminated by the use of appropriate
hepatitis B virus (HBV) prophylaxis.

» Evaluation for thrombophilia: Deep venous thrombosis with subsequent pulmo-
nary embolism is a serious postoperative complication that can be potentially life
threatening. Several cases of pulmonary embolism have been reported with at
least one or two cases of mortality due to this complication. Known risk factors
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Table 3.2 Blood tests obtai-
ned from the potential donor

V. Gunabushanam et al.

Initial screen
Complete blood count
Serum electrolytes
Renal function tests
Liver function tests
Lipid profile

Blood type

Viral serologic evaluation
Hepatitis C

Hepatitis B

CMV

EBV

HIV

Screening for thrombophilia disorders
Protein C/S

Antithrombin IIT

Factor V Leiden mutation
Prothrombin gene mutation

Tests to exclude underlying chronic liver disease
Serum transferrin saturation

Ferritin

a-1 Antitrypsin

Other tests

EKG

Chest X-ray

CMYV cytomegalovirus, EBV Epstein-Barr virus, HIV human
immunodeficieny virus, EKG electocardiogram

for thromboembolic complications include obesity, use of oral hormone therapy,
older age, smoking, positive family history, and an identified underlying proco-
agulation disorder. These risk factors should be addressed during the evaluation
process, including screening tests to identify a procoagulation disorder. Tests
should include testing Factor V Leiden and prothrombin gene mutations.

Surgical and Radiological Evaluation

This component of the evaluation determines the surgical suitability of the potential
donor and specifically whether the anatomy and size of the donor liver is suitable

for donation.

Anatomy

Evaluation of the vascular anatomy includes imaging of the hepatic artery, portal
vein, and hepatic veins (Fig. 3.1). Most transplant centers routinely use computed
tomography (CT) or magnetic resonance imaging (MRI) with 3-D reconstructions
as a single test [12, 13]. While some vascular variations may preclude donation,
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Fig. 3.1 Vascular anatomy, including the hepatic veins, portal vein, and hepatic artery, can be
determined with a single noninvasive test such as a CT scan with contrast

most can be handled with vascular reconstruction techniques. However, knowledge
of these variations is important for operative planning and dissection. Possible vas-
cular variations include a replaced or accessory left hepatic artery (LHA) or right
hepatic artery (RHA), trifurcation of the main portal vein, and accessory hepatic
veins. Depending on the planned liver resection, these anatomical variations may
either have no impact or significantly complicate surgery.

Some centers routinely obtain magnetic resonance cholangiopancreatogram
(MRCP) or endoscopic retrograde cholangiopancreatogram (ERCP) as part of the
evaluation to look at biliary anatomy. A CT cholangiogram may also be performed.
These tests do not always provide the detail required, as a result of which many
centers routinely perform an intraoperative cholangiogram.

Liver Volume

An accurate assessment of liver volumes is necessary to determine if the size of
the transplanted liver graft is of adequate size for the recipient and if the size of the
remnant liver is sufficient in the donor to prevent acute liver failure. A CT or MRI
provides a reasonable estimate of the liver volume (Fig. 3.2). Most living donor
transplants in adults are performed using the right lobe. Most centers prefer a graft
weight to recipient weight (GW/RW) ratio greater than 0.8, or an estimate of graft
weight as a percentage of standard liver mass exceeding 40 %. Smaller grafts may
be associated with small-for-size syndrome and have worse outcomes.

The important concern in a pediatric recipient is not usually if the liver volume
is too small, but rather too large. A large graft (GW/RW ratio >5 %) can cause dif-
ficulty in abdominal closure in the recipient. With regard to residual volume in the
donor, an important part of the evaluation process is to ensure that the donor is not
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Right lobe to be resected
Volume = 700 cc

Fig. 3.2 Determination of the volume of liver to be resected is an important component of the
preoperative surgical evaluation and usually correlates well with intraoperative findings

left with too small a liver volume. The donor should be left with at least 30 % of
the measured total liver volume. The left lateral segment is most commonly used
in pediatric recipients, and the adequacy of remnant liver size in the donor is not a
concern. However, when a larger portion of the liver is removed (such as the right
lobe), liver failure has been reported postdonation. There have been at least three
reported cases of living donors in the U.S. requiring an urgent liver transplant for
liver failure after donation [14].

Liver Parenchyma

Some centers routinely biopsy all potential donors, while others biopsy only on a
selective basis [15, 16]. The benefits of obtaining a liver biopsy are to assess for
steatosis, and exclude chronic liver disease. Steatosis is more common in donors
with a history of alcohol use, elevated triglyceride levels, higher BMI, or abnormal
appearance on CT imaging. Some centers use these criteria to selectively biopsy
the donors. Liver biopsy, with its risk for bleeding, remains an invasive test. Ad-
ditional studies are needed to better define the role for liver biopsy. The presence of
fibrosis, inflammatory changes, nonalcoholic steatohepatitis (NASH), and steatosis
>10-20% (for right lobe liver donors) precludes donation. Steatosis identified on a
predonation biopsy can be reversed with a program of dieting and exercise.

Psychological and Social Evaluation

This component of the evaluations assesses the potential donor’s willingness and
competence to donate. It also ensures that the decision to donate is voluntary and
free from coercion or inducement. It assesses the donor’s coping strategies and
support structures. The formal part of this evaluation is multidisciplinary and is per-
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formed by a psychiatrist, psychologist or other mental health care professional, and
a social worker [17, 18]. There are several components to this part of the evaluation,
which can be broadly divided into:

* Mental health assessment: This includes obtaining a history of psychiatric disor-
ders, substance abuse (if any), and assessment of competence to make the deci-
sion to donate.

» Psychosocial history and assessment: This includes evaluation of life stressors,
coping strategies, support structures, stability of living arrangements, finances,
and work/school issues.

* Motivation: The potential donor’s reasons for donation are determined, includ-
ing an assessment to ensure that there is no coercion or inducement.

» Knowledge of the process: An assessment of the understanding and knowledge
of the donation process, surgery, complications, and recovery is carried out.

Operative Procedure

A left lateral segment of the donor’s liver is removed for a pediatric recipient, and
a left lobe for a larger or older child. Just about every portion of the liver has been
used for an adult recipient including the left lobe (with or without the caudate lobe),
right lobe, and extended right lobe; even dual left lobe grafts from separate donors
have been used [19]. Donor safety is the most important consideration in deciding
which portion is the best. In the U.S., most centers use the right lobe for adult-to-
adult LDLT. The use of the left lobe had initially fallen into disfavor due to a higher
incidence of small-for-size syndrome. More recently, there has been an increasing
interest in using the left lobe, as studies suggest that the donor complication rate as-
sociated with left lobe donation is generally lower compared to right lobe donation.

Two factors are important in deciding whether a graft is of sufficient size: (1)
severity of recipient disease and (2) size of donor graft relative to recipient size
[20-22]. Graft size is expressed as the ratio of graft weight to recipient weight (GW/
RW: >0.8 %) or as the percentage of the calculated ideal liver weight of the recipient
(CILW >40%). Recipients with compensated cirrhosis and recipients without cir-
rhosis can possibly tolerate a smaller graft size.

Left Lateral Segmentectomy

The abdomen is opened through a subcostal or midline incision. The falciform and
left triangular ligaments are divided till the anterior aspect of the left hepatic vein
(LHV) is visualised. The gastrohepatic ligament is divided from the hilum posteri-
orly to the LHV superiorly.

The LHYV is then encircled with an umbilical tape. The left hepatic artery (LHA)
is identified at the ligamentum teres and traced distally to where it enters the liver,
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and proximally to the segment IV branch. The left portal vein (LPV) is mobilized
along its extrahepatic course. The branches of the portal vein supplying segment
IV are identified and divided. The umbilical tape previously passed around the
LHYV is brought in the ligamentum groove, and anteriorly to the LHA and LPV. The
‘hanging maneuver’ is used by pulling on the ends of the umbilical tape to guide
the plane of transection. The parenchyma of the liver is then transected to the right
of the falciform ligament. The biliary drainage from segments II and III are sharply
divided at the base of the lateral segment.

Left Lobectomy

The left caudate lobe is dissected from the inferior vena cava (IVC) ligating minor
hepatic veins. A large caudate hepatic vein, if encountered, may be preserved for
implantation. Cholecystectomy and a transcystic cholangiogram are performed to
identify biliary anatomy. The LHA is dissected proximally, preserving segment [V
artery, and the LPV is identified medial and posterior to the LHA and dissected cir-
cumferentially. The umbilical tape is then passed behind the caudate lobe between
the right hepatic vein (RHV) and middle hepatic vein (MHV), to facilitate paren-
chymal transection. An intraoperative ultrasound (IUS) is performed to delineate
the course of the MHV. The parenchyma of the liver is then transected just to the
right of MHV. The left hepatic duct (LHD) is sharply transected. Careful inspection
is made for any caudate hepatic ducts.

When the recipient team is ready, the graft is removed by dividing the vascular
structures. Clamps are placed proximally on the LPV and LHA. A stapling device
is used to transect the hepatic veins. The graft is flushed and given to the recipient
team. The cut surface of the donor is carefully inspected for any evidence of bleed-
ing or bile leak, and the abdomen is closed in layers. We prefer to leave a drain,
while many centers do not.

Right Lobectomy

The falciform ligament is divided posteriorly to the RHV. The right lobe of the
liver is mobilized by dividing the right triangular ligament and exposing the bare
area Small Short hepatic veins are divided while branches larger than 5 mm are
preserved for implantation in the recipient. The RHV is encircled using an umbilical
tape. Cholecystectomy and transcystic cholangiogram are performed. The junction
of the right hepatic duct and LHD is defined. The RHA is identified where it enters
the liver and is then traced proximally to the bile duct. The right portal vein (RPV)
is then identified. The junction with the LPV is clearly defined so as not to com-
promise the latter when the RPV is eventually divided. The RHA and the RPV are
retracted inferiorly and the right hepatic duct is identified. IUS is performed to iden-
tify the course of the MHV and its tributaries from segments V and VIII. We prefer
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to perform the parenchymal transection just to the right of the MHYV, preserving the
MHYV in the donor. The technique of performing the parenchymal transection to the
left of the MHYV has also been described.

The central venous pressure in the donor is kept low, so as to minimize bleed-
ing. Larger tributaries (>4 mm) of the MHYV are preserved for reimplantation in the
recipient. When the recipient team is ready, the vascular and biliary structures of
the right graft are divided. The RHV is divided using a laparoscopic stapler. The
right lobe is flushed and given to the recipient team. The cut surface of the left lobe
is carefully inspected for any evidence of bile leak or bleeding. The falciform liga-
ment is reattached to prevent torsion of the remnant left lobe.

Outcomes

In an uncomplicated postoperative course, most donors are in hospital for an av-
erage of 4-7 days. Liver enzymes peak between 48 and 72 hours after surgery.
The synthetic function of the liver returns to normal by 1 week. The remnant liver
reaches 80-90 % of its volume by 3 months [23]. Most donors are able to return to
employment by 6—12 weeks postdonation. Complications after surgery can alter the
recovery course and time.

Donor Mortality

The greatest concern with LDLT—in fact, with any living donor procedure—is the
risk of death to the donor. Unfortunately, there is some risk of mortality associated
with any surgical procedure, but the magnitude of risk associated with this proce-
dure has been difficult to determine. In the U.S., there have been five deaths that
were early in the postoperative period and directly related to the surgery. Of these,
four were in right lobe donors and one was after left lateral hepatectomy [14].
There have been additional deaths, but these have been late and likely not related
to the donation surgery. The number of deaths worldwide, however, is more dif-
ficult to know, as there is no mandatory reporting. Most centers will quote a 0.5 %
risk of mortality associated with this procedure, though the quoted rate may vary
from 0.1 to 1.0% at different centers [24]. Based on the deaths described in the
world literature, the overall mortality rate is of the order of 0.2—0.5%. The esti-
mated mortality for donation for pediatric recipient is lower compared to donation
for adult recipient, likely a result of the magnitude of liver resection involved for
the donor. Similarly, the risk associated with left lobe donation may be lower than
that of right lobe donation.
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Donor Morbidity

The reported incidence of complications in the donor varies in the literature from
9 to 67 %, but likely is in the 30% range [25-30]. A number of different complica-
tions have been reported in donors. The vast majority of these complications tend to
occur in the early postoperative period (usually within 1 month postdonation). The
modified Clavien classification is commonly used to describe, report, and compare
donor morbidity:

» Grade [—a complication that is not life threatening, does not result in residual
disability, and does not require a therapeutic invasive intervention.

» Grade [I—a complication that is potentially life threatening, that requires the use
of drug therapy or foreign blood units.

» Grade III—a complication that is potentially life threatening that requires a ther-
apeutic invasive intervention.

* Grade IV—a complication with residual or lasting disability or that leads to
death [31].

The Adult Living Donor Liver Transplantation Cohort Study (A2ALL), funded by
the National Institutes of Health with nine liver transplant centers, reported a donor
complication rate of 38 %, of which 21 % donors had one complication and 17 %
had two or more [30]. Complications were graded using the modified Clavien sys-
tem described earlier: 27 % had grade I (minor), 26 % had grade II (potentially life
threatening), 2 % had grade III (life threatening), and 0.8 % had grade IV (leading to
death) complications. Common complications included biliary leaks beyond post-
operative day 7 (9 %), bacterial infections (12 %), incisional hernia (6 %), pleural ef-
fusion requiring intervention (5 %), neuropraxia (4 %), re-exploration (3 %), wound
infections (3 %), and intra-abdominal abscess (2 %). Two donors developed portal
vein thrombosis, and one had inferior vena caval thrombosis. As much as 13 % of
donors required hospital readmission, and 4 % required two to five readmissions.

Biliary problems are the most common major complication after donor surgery
[32]. Bile leaks and strictures have been reported in roughly 15% and 5% of the
donors, respectively. Bile may leak from the cut surface of the liver or from the site
where the bile duct is divided. This site may later become strictured. Generally, bile
leaks resolve spontaneously with simple drainage. Strictures and sometimes bile
leaks may require an endoscopic procedure and stenting. If the above measures fail,
a reoperation may be required. Intra-abdominal infections developing in donors
are usually related to a biliary problem. Hemorrhage is another major complication
which can be intraoperative or postoperative. Intraoperative blood loss is usually in
the range of 250750 cc for uncomplicated cases and depends on transection sur-
face, anatomy of vessels, and, most importantly, experience and skill of the surgeon.
Blood loss can be reduced by keeping the central venous pressure low. The risk of
postoperative blood loss requiring nonautologous blood and need for reoperation is
usually less than 5% [25, 26].
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Pulmonary complications like aseptic basal atelectasis, right pleural effusion, or
pneumonia are also a significant source of morbidity, though the incidence is the
same as any other major upper abdominal surgery. Other complications after donor
surgery may include incisional problems such as pain, wound infections and herni-
as, urinary infections, and ileus. The risk of deep venous thrombosis and pulmonary
embolism is the same as for other major abdominal procedures. Overall, the risk of
complications for right lobe donors is felt to be significantly higher compared to
that for left lateral segment or left lobe donors.

Conclusion

In summary, LDLT is an acceptable option for select recipients. While there is
no obvious benefit for donors, there are advantages for recipients of living do-
nor transplants. In countries without DDLT, the survival benefits associated with
LDLT are obvious. Even in areas with DDLT, the potential risk of mortality as-
sociated with waiting for a deceased donor is avoided. Additionally, patients can
be transplanted before they develop far advanced liver disease associated with
marked overall decompensation. While the advantages of live donor transplants
for potential recipients are obvious, this must be carefully balanced against the
risk of mortality and morbidity for the donor. Short- and long-term results in the
donor must be carefully tracked and the technique refined to try to minimize this
risk as much as possible.
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Chapter 4
Intestinal Transplantation from Living Donors

Massimiliano Tuveri, Salvatore Pisu and Luca Cicalese

Introduction

Intestinal transplantation (ITx) represents the physiologic alternative to total par-
enteral nutrition (TPN) for patients suffering from life-threatening complications
of irreversible intestinal failure. The number of transplants performed worldwide
has been increasing for several years until recently (Fig. 4.1) [1]. ITx has recently
become a valid therapeutic option with a graft survival rate between 80 % and 90 %
at | year, in experienced centers [1]. These results have been achieved due to a
combination of several factors: better understanding of the pathophysiology of in-
testinal graft, improved immunosuppression techniques, more efficient strategies
for the monitoring of the bowel graft, as well as control of infectious complications
and posttransplant lymphoproliferative disease (PTLD). In fact, this procedure is
associated with a relatively high rate of complications, such as infections, acute re-
jection, graft versus host disease (GVHD), and PTLD, if compared to the transplan-
tation of other organs [2—-5]. These complications may be, at least in part, the con-
sequence of the peculiarity of this graft, which contains gut-associated lymphoid
tissue and potentially pathogenic enteric flora. Furthermore, in these patients, the
existing disease and the relative malnutrition could predispose them to infectious
complications. Additionally, other factors associated with the procedure, such as
laparotomy, preservation injury, abnormal motility, and lymphatic disruption, could
all be implicated in the development of complications.
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Data from the Scientific Registry of Transplant Recipients (SRTR) show that
most of the intestinal transplants have been performed in the U.S. using intestinal
graft obtained from cadaver donors (Fig. 4.2) [6]. Differently to what occurred in
liver and kidney transplantation, the use of living donors for ITx has been limited
mostly because deceased intestinal donors are available. However, optimal deceased
intestinal donors are not common either. In fact, despite the fact that the number
of patients waiting for ITx is limited, the time spent on the waiting list increased
compared to previous years for all candidates on the waiting list. In 2011, 41.7 % of
patients listed waited less than 1 year for ITx, while 25.1 % waited between 1 and
2 years, and 33.2 % waited for more than 2 years [6]. Despite the fact that mortality
on the waiting list has decreased in the U.S. in recent years compared to the past, it
is still reported to be up to 20 % per year on the waiting list [6, 7]. All this suggests
that despite the fact that many cadaver donors are available, they are often not uti-
lized because they are not adequate to satisfy the need of patients waiting for ITx.
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Table 4.1 Potential advantages and disadvantages using intestinal grafts from living compared
to deceased donors

Advantages

Eliminates waiting time in cadaver donor list

Can be used in countries where TPN and deceased donors are not available

Use of hemodynamically stable donors

Elective case, allows better donor bowel preparation and optimization of recipient clinical
condition

Short cold ischemia time

Optimal donor—recipient HLA matching

Small graft can be accommodated in retracted abdominal cavity

Disadvantages
Risk for the donor
Short graft and smaller vascular pedicle

HLA human leukocyte antigen, 7PN total parenteral nutrition

Intestinal Transplant Registry data show that patient and graft survival rates af-
ter living donor ITx (LD-ITx) are similar to those obtained with cadaver organs
[1, 7-10]. However, it is important considering that most of the LD-ITx surgeries
were performed in low-volume centers (often as isolated cases in low-experience
centers), while the best results obtained with ITx from cadaver donors are obtained
in high-volume centers, suggesting that increasing the use of LD-ITx could further
improve outcome. In fact, the use of intestinal grafts from living donors, when com-
pared to cadaver donors, offers important advantages with low risks, and these are
summarized in Table 4.1.

As mentioned above, LD-ITx virtually eliminates waiting time and could further
decrease morbidity and mortality on the waiting list compared to the activity seen
on the deceased donor list. LD-ITx also would allow transplantation in developing
countries where TPN and deceased donor are not easily available. Furthermore,
because LD-ITx is an elective procedure, it can be performed when the donor and
the recipient conditions are optimal, and the donor bowel preparation can be easily
performed, leading to a decreased risk of infectious complications. In an analysis of
50 pediatric ITx recipients, it has been shown that the length of graft preservation
was the most significant factor in inducing bacterial translocation [11, 12]. This
phenomenon can contribute to the high rate of infections seen during the early post-
transplant period also considering that this coincides with the timing of maximum
amount of immunosuppression given to the patient.

The Achilles’ heel of bowel transplantation remains its extreme sensitivity to pres-
ervation injury. Deceased donors are often subject to either cardiac arrest or resusci-
tation, to prolonged periods of hypotension, or use of vasopressors. All these could
result in splanchnic hypoperfusion, which can trigger ischemia/reperfusion injury
even before the intestine is procured from the donor. Cold preservation of the graft can
be also extended due to the distance between procurement and transplant centers. This
can further increase such injury considering that specific preservation solutions de-
signed for intestinal grafts are not yet available. The use of living donors can obviate
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these problems, since the donor is a healthy individual, hemodynamically stable, and
with consequent normal intestinal perfusion. Furthermore, the short cold ischemic
time prior to revascularization also improves graft quality, virtually eliminating isch-
emia/reperfusion injury, and may reduce the rate of posttransplant infections [12].

Another not negligible benefit of LD-ITx is immunologic [8, 9]. A living donor
is often a relative of the recipient due to the strong emotional involvement that
justifies the donation. Living related donors have a closer distribution of human
leukocyte antigens (HLAs) with the recipient that could contribute to an immuno-
logic advantage. This is supported by the experience of HLA-matched transplants
performed between homozygote twins [13]. This point might be challenged since in
recent times, a significant decreased rate of rejection has been also observed using
HLA-unmatched deceased donors [1, 14]. However, this improvement has been
accomplished using more potent immunosuppression and induction therapy with
polyclonal antibodies. However, a similarly low rate of rejection is seen using living
related HLA-matched donors using a less potent immunosuppressive regimen [8, 9,
15]. An additional benefit can be offered performing LD-ITx at an earlier stage of
the disease, since long-term TPN and indwelling venous catheters can be associated
with priming of the immune system, as recently suggested [16—18].

Naturally, potential disadvantages are also associated with the use of living do-
nors. The main disadvantage remains the risk for the donor, which includes early
surgical complications of bowel resection as well as potential long-term impair-
ment of intestinal absorption. The procedure-specific risks for the live intestinal
donor are given in Table 4.2. Specific data on living intestinal donors are limited at
this time, and no serious complications have been reported. The potential risk can
be hypothetically calculated, using a parallelism with general surgery-related data
of small bowel resection; about 3—5 % of the donors could develop a small bowel
obstruction [19-24]. In large series, the mortality rate for patients with small bowel
obstruction is approximately 2% for the lifetime of the patient [25]. A brief and
self-limited period of diarrhea has been reported after intestinal donation for LD-
ITx [15]. Although weight loss and dysvitaminosis are not reported, they represent
potential risks of this procedure.

Another disadvantage is associated with the increased risk of vascular thrombo-
sis, related to the smaller vascular pedicle used compared to grafts obtained from
cadaver donors. Nevertheless, these risks can be reduced with a careful and appro-
priate surgical technique [26, 27].

Donor Selection and Evaluation

General Considerations

The potential donor should be an individual in good health with no history of pre-
vious intestinal or abdominal surgery, and with no underlying chronic medical ill-
nesses that would increase the surgical operative risk.
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Table 4.2 Potential Short bowel syndrome
procedure-specific risk for Small bowel obstruction
the live intestinal donor 3-8%

3% mortality

Dysvitaminosis

Weight loss

Diarrhea

Once a potential donor is identified, the initial step should consist of a meeting
with the surgeon to describe the procedure, as well as risks and benefits and the
steps involved in the workup. During this initial visit, the potential donor can be
screened with an ABO blood type determination. If this is compatible and the candi-
date is willing to continue the workup, an HLA test and histocompatibility testing by
T-cell crossmatch should be performed. Crossmatch should be negative, and among
multiple donor candidates, the one with the best HL A match should be preferred and
should be directed to continue the workup. The cornerstone of success is the identi-
cal or compatible HLA. For this reason, it is preferred that living donors be relatives
of the recipients. The donor can also be unrelated to the recipient but should have a
compatible HLA and close emotional relationship. This condition and the absence of
any financial interest or coercion for donation are of paramount importance in LD-
ITx, just like any other type of live organ donation. The screening process should
exclude active or uncontrolled psychiatric disorders, and ensure the altruistic nature
of the donation. The institution’s ethical committee should separately evaluate the
donor to ensure that there is full understanding of the limited information regarding
the short- and long-term risks associated with intestinal donation.

Full Evaluation

Once the potential donor has completed these initial steps, a series of tests are man-
datory for the live donor evaluation (Table 4.3). Based on the available clinical
experience with LD-ITx, a limit of 60 years of age is advisable. The minimal age
is only determined by legal ability to consent to the procedure. High body mass
index (>30) may not affect graft quality and does not constitute, per se, an absolute
contraindication to live donation, though general surgical experience indicates that
a high body mass index (>30 kg/m?) may increase the risk of surgical complications
after intestinal resection.

A comprehensive metabolic panel should be obtained. Blood test results that
confirm donor infection with HIV, HCV, or HBV are contraindications for living
intestine donation.

Specific considerations must be used for genetically related donors of potential
recipients who have a genetic or familial intestinal disease. Despite the fact that no
data are available at this time, it is possible that the related donor might develop the
same condition later in life. At the present time, it is advisable not to consider these
donors and eventually to screen them to rule out the same genetic disorder.
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Table 4.3 Donor and recipient preoperative workup
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Workup

Donor

Recipient

Laboratory tests

Serology

Cardiac
assessment

GI assessment

Imaging studies

Other

Blood group system (ABO) and
HLA

CBC with differential

Coagulation panel (PT/INR,
PTT)

Liver chemistries, amylase, lipase

Renal chemistries and
electrolytes

Basic metabolic panel

Urinalysis and culture

Stool culture

Vitamin A, D, E, K, and B,,

Ammonia, alpha fetoprotein,
lipid profile

Hepatitis screen, HIV, CMV IgM
and IgG, EBV IgM and IgG,
ZVZ IgAEIA,

Chest X-ray

EKG (12 lead) and
electrocardiography

D-xylose and fecal fat absorption
studies

Screen for celiac sprue

CT abdomen with intravenous
contrast

3D angio CT scan or SMA
angiogram

Formal psychosocial assessment
Ethics committee evaluation

Blood group system (ABO) and HLA

CBC with differential
Coagulation panel (PT/INR, PTT)

Liver chemistries, amylase, lipase
Renal chemistries and electrolytes

Basic metabolic panel

Urinalysis and culture

Stool culture

Vitamin A, D, 1, K, and B ,

Ammonia, alpha fetoprotein, lipid
profile

Baseline serum citrullin level Hyper-
coagulable workup (i.e., protein C,
protein S, antithrombin 11, factor V
Leiden mutation) when indicated

Hepatitis screen, HIV, CMV IgM and
1gG, EBV IgM and IgG, ZVZ IgA
EIA, syphilis

For pediatric patients also: IgG and IgM
titers for herpes, varicella, mumps,
measles, and rubella

Chest X-ray

EKG (12 lead) and electrocardiography

D-xylose and fecal fat absorption
studies

CT abdomen with intravenous contrast
Barium enema

Upper GI with small bowel follow
through

Gastric emptying study

Venogram

Liver biopsy

Colonoscopy

HLA human leukocyte antigen, PT prothrombin time, P77 partial thromboplastin time, /NR inter-
national normalized ratio, H/V human immunodeficiency virus, CMV cytomegalovirus, EBV
Epstein-Barr virus, ZVZ varicella zoster, EKG electocardiogram, SMA superior mesentric artery

Imaging studies are performed to rule out underlying or occult pathology and
to specifically delineate the intestinal vascular anatomy. A computed tomography
(CT) or magnetic resonance (MR) angiography is performed, possibly with comput-
erized three-dimensional (3D) reconstruction, if available. In case, these techniques
are not available or are inadequate, a traditional angiogram can be also performed.
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Fig. 4.3 Mesenteric
angiography
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Angiography is performed to evaluate the superior mesenteric artery (SMA) anato-
my, to ensure a normal vascular distribution to the small bowel with particular atten-
tion to the right colic and ileocolic arteries and the terminal branches of the SMA,
and to exclude the presence of atherosclerotic disease and abnormal anatomy. If more
than one donor is available, patients with a single distal arterial pedicle should be
preferred to patients with multiple vessels. These vessels usually originate caudal to
the takeoff of the right colic artery and must be spared during procurement to provide
adequate blood supply to the cecum, terminal ileum, and ileocecal valve (Fig. 4.3).

Indications and Recipient Selection

The indications for ITx are identical using either a living or a deceased donor. This
transplant should be considered for patients with irreversible intestinal failure requir-
ing TPN. This can be caused by short gut syndrome (Figs. 4.4 and 4.5) related to the
loss of over 70 % of the native small bowel length (< 100 cm of residual intestine), de-
fective gastrointestinal (GI) motility, impaired enterocyte absorptive capacity, genetic
malformations of the GI tract or abdominal wall, or neoplastic disease [1]. The irre-
versibility of intestinal failure is based on the length and function of the remaining na-
tive bowel and its inability to provide sufficient fluid and nutritional support. Intestinal
rehabilitation can correct this condition in up to 50% of patients requiring chronic
TPN, and should be always attempted before considering transplantation [28, 29].

Inclusion Criteria

A patient diagnosed with intestinal failure is not automatically considered an ITx
candidate. Usually, these patients are considered transplant candidates only when
TPN-related complications arise. These criteria are summarized in Table 4.4.
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Fig. 4.4 Indications for intestinal transplantation in adults

Fig. 4.5 Indications for intestinal transplantation in children

Impending Liver Failure Due to TPN-Induced Cholestasis

TPN-induced cholestasis is a condition of impaired canalicular secretion of bile,
characterized by bile duct regeneration, portal inflammation, and fibrosis. It is di-
agnosed in patients receiving TPN who develop cholestasis not due to other liver
diseases or biliary obstruction. The clinical manifestations include elevated serum
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Table 4.4 Potential procedure-specific risk for the live intestinal donor

Failure of parenteral nutrition, as defined by the Centers for Medicare and Medicaid Services

Impending or overt liver failure due to TPN-induced liver injury

Thrombosis of two or more central veins

Two or more episodes per year of catheter-related systemic sepsis that requires hospitalization

A single episode of line-related fungemia, septic shock, or acute respiratory distress syndrome

Frequent episodes of severe dehydration despite intravenous fluid supplementation in addition
to TPN

TPN total parenteral nutrition

bilirubin and/or liver enzymes, splenomegaly, thrombocytopenia, gastroesophageal
varices, coagulopathy, stomal bleeding, or hepatic fibrosis/cirrhosis. Its progres-
sion could be very rapid, and in some patients, liver cirrhosis may develop in a few
months [30].

Vascular Access

This can be consequent to the thrombosis of the major central venous system, such
as jugular, subclavian, and femoral veins. Thrombosis of two or more of these ves-
sels is considered a life-threatening complication and a failure of TPN therapy. The
sequelae of central venous thrombosis are the lack of access for TPN infusion, fatal
sepsis secondary to infected thrombi, pulmonary embolism, superior vena cava syn-
drome, or chronic venous insufficiency.

Frequent Line Infections and Sepsis

The development of two or more episodes per year of systemic sepsis, secondary
to line infection that requires hospitalization, also indicates failure of TPN therapy.
A single episode of line-related fungemia, septic shock, and/or acute respiratory
disease syndrome (ARDS) is considered TPN failure.

Frequent Episodes of Severe Dehydration Despite Intravenous
Fluid Supplement in Addition to TPN

Under certain medical conditions, such as secretory diarrhea, in GI tract that can-
not be reconstructed, the loss of the GI and pancreatobiliary secretions exceed the
maximum intravenous infusion rates that can be tolerated by the cardiopulmonary
system.
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Table 4.5 Contraindications
for live donor intestinal
transplant

Relative contraindications

Age less than 6 months or greater than 70 years
Human immunodeficiency virus (HIV) seropositive
Active substance abuse

Absolute contraindications

Significant uncorrectable cardiopulmonary insufficiency
Incurable malignancy

Active systemic infections

Severe systemic autoimmune disease

Acquired immune deficiency syndrome

Exclusion Criteria

Several conditions also preclude intestinal transplant. The exclusion criteria are
summarized in Table 4.5.

Preoperative Workup

Once a patient with intestinal failure is considered for a transplant, a specific evalu-
ation is performed. The purpose of the evaluation is to determine if the patient
would benefit from ITx; to rule out contraindications; and to improve, if possible,
the current medical management of these patients. The workup performed in the
recipient is similar for either a deceased donor or a live donor (see Table 4.3). The
workup is performed by a multidisciplinary team consisting of a transplant surgeon,
gastroenterologist, nutrition specialist, cardiologist, anesthesiologist, infectious dis-
ease specialist, psychiatrist, and social worker. A multidisciplinary committee dis-
cussion and presentation of each case are advisable.

Radiographic Imaging Studies

It is imperative to know the anatomy of the recipient pretransplant. If numerous
intestinal resections have been performed over a long period of time, often previ-
ous medical records are not available or are inaccurate in recording the remaining
portion of the intestine and its length after each surgery. In addition, intraoperative
evaluation of the anatomy is often difficult due to the scarring and adhesions found.
Upper and lower GI series with contrast will allow one to visualize the portion of
residual gut, its position in the abdominal cavity, and its length. It is not uncommon
that during a workup, a longer-than-expected segment of small or large intestine
is identified, and this might allow different strategies than transplantation, such as
surgical recanalization of the residual intestine, intestinal rehabilitation, or other
surgical elongation procedures. Abdominal CT scan (or MR imaging) with contrast
is also used to rule out malignancies or other undiagnosed diseases.
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Patency of the upper and lower body veins must be established by venogram,
since duplex scan might not be sufficiently sensitive for this purpose. Thrombosis
of these vessels is not uncommon in patients receiving TPN. Thrombosis can cause
inability to cannulate the vessels, and can cause superior vena cava syndrome when
the inferior vena cava (IVC) is clamped. The patient may have patency only of the
femoral veins. Complete lack of venous access could be a contraindication for ITx.

Electrocardiography and echocardiogram are used to determine the cardiac func-
tion and any valvular lesions, and should be accompanied by a cardiologic evalu-
ation and clearance for surgery. Stress test or cardiac catheterization may also be
performed, if indicated.

Additional Diagnostic Procedures

Liver biopsy may be indicated in patients with intestinal failure and hepatic dysfunction.
TPN-induced cholestatic liver injury can be reversed by isolated intestinal transplant or
by restoring intestinal integrity [31]. However, in the presence of liver cirrhosis or portal
hypertension, a patient with intestinal failure requires a combined liver—ITx. This can
be performed using a deceased donor. However, as an option, liver transplant from a de-
ceased donor can be followed by intestinal transplant from a living donor, if an intestinal
graft is not attainable from the same donor at the same time. In addition, in pediatric
patients, combined liver—ITx from a living donor has been recently reported [10].

Further assessment of associated liver disease (portal hypertension, coagulopa-
thy, ascites, hyperdynamic circulation, hepatopulmonary syndrome, and hepatic en-
cephalopathy) should be done, if indicated.

Patients with familial polyposis should be evaluated for the presence of polyps
in the remaining portion of the GI tract. Patients with dysmotility disorders may
require an assessment of the stomach to evaluate functional abnormalities. Children
with pseudo-obstruction may require urologic assessment because as many as a
third may have a dysfunctional urinary tract. Children with necrotizing enterocolitis
may require a full neurologic and pulmonary workup to exclude the possibility of
associated intraventricular hemorrhage and bronchopulmonary dysplasia.

Surgical Technique

Background

The transplantation of an intestinal graft from a live donor, by definition, involves
the transplantation of a segment of the small intestine. Central caveat of the donor
operation is to provide adequate length of intestine to the recipient to ensure enteral
autonomy, while preserving enough small bowel length in the donor. The appropri-
ate length and the anatomic origin of the segmental graft to harvest is the corner-
stone of a successful transplant.
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Anatomical Considerations

The arterial blood supply to the small intestine is from the superior mesenteric artery
(SMA). The basic pattern of distribution of the intestinal arteries generally includes
5 arteries arising on the left of the SMA above the origin of the ileocolic artery and
11 below that level. Eight additional arteries usually originate from the ileal branch
of the ileocolic artery [32]. These intestinal vessels branch a few centimeters from
the border of the intestine to form arterial arcades connecting the intestinal arteries
with one another. Proximally, a single set of arcades is present; distally, there are
usually several sets of arcades. These arches form the primary interconnections of
the arterial supply. From arches and arcades, the vasa recta arise and pass without
cross-communication to enter the intestinal wall. A complete channel may also exist
from the posteroinferior pancreaticoduodenal artery that is parallel to the intestine
and joins the marginal artery of Drummond of the colon. The terminal ileum, ileo-
cecal valve, and right colon receive blood supply also from the right colic artery and
ileocolic artery, often sharing a common origin, connected by the marginal artery of
Drummond to the terminal branches of the SMA (Fig. 4.6). In 5% of the population,
blood supply to these structures is guaranteed only by the ileocolic artery, as the
marginal artery is incomplete (Fig. 4.7). The venous drainage of the small intestine
is less complex than the arterial vessels, merging in the jejunal and ileal veins, and
into the superior mesenteric vein and portal vein.

From a technical standpoint, the ileum offers the advantage of a larger vascular
pedicle if the distal portion of the SMA is used. This vessel can be transected below
the takeoff of the right colic artery to avoid hypoperfusion of the terminal ileum,
and the preservation of the ileocecal valve in the donor (Fig. 4.8). At this level,
this artery is commonly single, but could also consist of two or more branches.
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Fig. 4.7 Vascular supply to the small SMA
intestine from SMA. The marginal artery
is incomplete in 5% of the population.
IMA incomplete marginal artery, ICA
ileocolic artery, MCA middle colic
artery, RCA right colic artery, SMA
superior mesenteric artery. (From Tan
HP, Marcos A, Shapiro R, Living donor
organ transplantation, 1st edition,
copyright © 2007, Informa Healthcare.
Reproduced with permission of Informa)

Additionally, despite the fact that both jejunum and ileum have the ability to adapt
following intestinal resection, the ileum has the advantage of allowing structural
and functional adaptation [33, 34].

Despite these advantages, the jejunum has been also used in early experience for
the possible immunologic advantages, since it has been reported, from small-animal
studies, that acute rejection is less severe in the jejunum [35, 36]. However, the
vascular distribution to the jejunum makes the operation more complex, as the seg-
mental graft obtained has numerous arterial branches needing multiple anastomoses
in the recipient to obtain adequate revascularization for the graft (Fig. 4.9). Jaffe
et al. reported attempts at proximal small bowel transplantation involving complex
vascular reconstruction that resulted in vascular complications [35]. In addition, the
early clinical experience from the same group did not show a clear immunologic
advantage with the use of jejunal segmental grafts.

Optimal Length of the Segmental Graft

The appropriate length of the human alimentary tract to be resected has proven to be
surprisingly difficult to measure. The length of the small intestine in deceased do-
nors was reported to be from 10 to 40 feet, with an average of 20.5 feet or 624.8 cm
[37]. In vivo measurements using an intraluminal method provided an average of
8.5 feet or 258 cm [38]. This discrepancy is attributed to the postmortem loss of
longitudinal muscle tune of the small intestine that can lead to an increase in length,
up to 135% in a few hours, as shown in animal studies [39]. For the purpose of ITx,
intestinal measurements are performed in a live subject, but being under general
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Fig. 4.8 From a technical
standpoint, the ileum

offers the advantage of a
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mesenteric artery is used.
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Fig. 4.9 The vascular
distribution to the jejunum
makes the operation more
complex as the segmental
graft obtained has numerous
arterial branches needing
multiple anastomoses in the
recipient to obtain adequate
revascularization of the
graft. CB colic branches,
1CA ileocolic artery, MCA
middle colic artery, RCA right
colic artery, SMA, superior
mesenteric artery. (From

Tan HP, Marcos A, Shapiro
R, Living donor organ
transplantation, 1st edition,
copyright © 2007, Informa
Healthcare. Reproduced with
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anesthesia, the effect of the pharmacologic agents used might affect the intestinal
distension, motility, and length [40—43].

For these reasons, the calculation of a generic optimal length of small bowel
graft to resect can be difficult. In each individual case, the entire small bowel should
be measured from the ligament of Treitz to the ileocecal valve, using a sterile sur-
gical tape. Once the length of the entire small bowel is determined in a particular
patient under a specific anesthetic agent, a final determination of the segment to be
removed is made. Although it is relatively easy to determine when an intestinal seg-
ment is too short, the long-term impact to the donor of the resection of a longer seg-
ment is unknown. Deltz reported a transplant of a 60-cm segment of distal jejunum
and proximal ileum, whereas, Morris used a similarly long segment of distal ileum,
ileocecal valve, and a portion of the cecum [44, 45]. Despite these early successes,
a length of 60-cm small bowel has been generally inadequate to provide a TPN-free
condition [44], and resection of the ileum, ileocecal valve, and cecum can have a
negative impact on the function of the remaining donor bowel (e.g., increased tran-
sit time and vitamin B, deficiency) [45].

From the short-bowel syndrome literature, a segment of approximately 1 m has
been reported to be sufficient to ensure adequate absorption [29]. However, this
depends on the presence of the ileocecal valve or part of the colon. Considerations
in the recipient anatomy also play an important role in determining the length of the
intestinal segment to remove in the donor. A recipient with no colon or ileocecal
valve, for example, will require a longer segment compared with a patient where
these structures are present.

Donor safety is, of course, paramount, and this will determine the upper limit of
the length of resection. The resection of a long segment might induce malabsorption
and weight loss, and the removal of terminal ileum might induce the malabsorption
of bile salts, vitamin B, ,, and chronic diarrhea. It is clear that the ileocecal valve and
terminal ileum should be preserved in the donor, and that the segment of intestine
to be removed should be the ileum. Only 20-30% of the total length of the small
intestine should be resected to minimize risk to the donor, as no data are available
to determine the ideal length of the intestine to preserve. The successful use of ileal
segments between 150 and up to 200 cm of length has been reported, with no sign
of long-term complications in the donors [15]. Generally, the expectation is that the
adaptation of the residual intestine will take place, compensating for the segment
removed, and reestablishing a completely normal functional condition. However,
although data exist about posttransplant adaptation in the recipient, such evidence
is not yet available in the donor [26, 27].

Pollard was the first to report the use of a segment of ileum with the distal mes-
enteric artery and vein for an LD-ITx; however, no information was given regarding
the distal terminal ileum and blood supply to the remaining cecum and ileocecal
valve [46]. Subsequently, Gruessner reported a case describing the surgical tech-
nique utilized to preserve these structures [47].
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Table 4.6 Preoperative orders for intestinal donor

Orders

Labs on admission
Chest X-ray (2 views)
Stool culture

Final crossmatch

Type and cross, 2 units

Golytely Prep

Selective digestive contamination

Antibiotics, or if allergic to penicillin

Ova and parasites, fecal leukocytes, Clostridium dif-
ficile, fungus, bacteria

Mixed with 1 gallon of water at 16:00 before surgery

Nystatin 500,000 U PO BID + Tobramycin 80 mg PO
BID+

Polimixin B 125 mg PO BID

Ceftriaxone 1 g IV once

Aztreonam 1 g IV once+Clindamycin 600 mg IV
once

Fig. 4.10 A schematic illustration
of the donor operation is shown.
(From Tan HP, Marcos A,

Shapiro R, Living donor organ
transplantation, 1st edition,
copyright © 2007, Informa
Healthcare. Reproduced with
permission of Informa)

Donor

Preoperative Orders

Preoperative orders are individualized by each transplant center. A mechanical bow-
el preparation and preoperative intestinal decontamination are preferred. A final
crossmatch should be performed and stool cultures obtained. An example of these

orders is shown in Table 4.6.

Surgical Procedure

A schematic illustration of the donor operation is shown in Fig. 4.10. The donor
operation is performed with the patient in a supine position, using a midline incision
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Fig. 4.11 The terminal branches of the superior mesenteric artery and vein are identified and
dissected from the surrounding tissue and identified with vessel loops near the origin of the right
colic artery. SMV superior mesenteric vein, RCA right colic artery, SMA superior mesenteric artery

from approximately 4 cm above the umbilicus to 2 cm above the pubis. The small
intestine is inspected and measured from the ligament of Treitz to the ileocecal
valve. The terminal ileum is identified, and a mark is placed at 15-20 cm from
the ileocecal valve using a silk stitch in the serosal layer. This segment of terminal
ileum is preserved and its blood supply maintained by the ileal branches of the il-
eocolic artery, usually originating from the right colic artery. The total length of the
intestinal segment to be removed is based on the recipient anatomic characteristics
and donor total intestinal length. This measurement starts at the previously placed
mark proceeding cranially in the ileum, and is marked with another silk stitch in the
serosal layer. At this point, the segment of ileum to be removed is identified, and is
included between the two marks. Different marks should be used proximally and
distally to identify later the orientation of the intestinal graft. The terminal branches
of the SMA and vein are identified and dissected from the surrounding tissue, and
identified with vessel loops near the origin of the right colic artery (Fig. 4.11). The
origin of the right colic artery is also identified with a vessel loop. The line of tran-
section of the SMA will be below this point to preserve the right colic artery in order
to provide blood supply to the terminal ileum, ileocolic valve, and cecum with its
ileocolic branches.

Careful inspection by transillumination of the vascular arcades is performed
(Fig. 4.12). The peritoneum of the mesentery is initially scored with electrocautery,
and the mesenteric tissue is dissected; the vascular arcades encountered are ligated
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Fig. 4.12 Careful inspection by transillumination of the vascular arcades is performed. (From
Tan HP, Marcos A, Shapiro R, Living donor organ transplantation, 1st edition, copyright © 2007,
Informa Healthcare. Reproduced with permission of Informa)

and divided between silk ties. The line of dissection of the mesentery starts from
the marks on the ileum and is directed toward the previously dissected and looped
blood vessels. Once all the dissection is performed, the intestinal segment is still
vascularized through a triangle of mesentery containing the distal superior mesen-
teric vessels (Fig. 4.13). Once the recipient is ready in the adjacent operating room,
the intestine is transacted using a gastrointestinal anastomosis (GIA) stapler. Ad-
equate blood supply to the proximal and the distal stumps of the ileum is confirmed
when it is transected by GIA stapler (Fig. 4.14). The ileocolic vessels are clamped
and transacted, and the vasculature of the intestinal segment is flushed using 4°C
cold preservation solution on the back table. As the graft is transported to the recipi-
ent operating room for transplantation, the vascular stumps in the donor are ligated
using nonabsorbable monofilament stick ties. The proximal and distal segments of
the ileum are re-anastomosed primarily using either a GIA or a manual technique.
To avoid intraperitoneal spillage of intestinal content, the intestine is clamped using
linen-shod noncrushing Doyen clamps closed at one to two clicks. If the manual
technique is used, our preference is to use an absorbable monofilament for the mu-
cosal layer and a nonabsorbable monofilament for the sero-muscular layer using
Lambert or Cushing stitches. A side-to-side technique is preferred to minimize the
risk of stenosis. The mesenteric defect should be closed carefully. The abdomen is
then closed using absorbable monofilament for the fascia and subcuticular for skin
closure; the surgical drain is not necessary.
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Fig. 4.13 Once the
dissection is completed,

the intestinal segment is

still vascularized through

a triangle of mesentery
containing the distal superior
mesenteric vessels. (From
Tan HP, Marcos A, Shapiro
R, Living donor organ
transplantation, 1st edition,
copyright © 2007, Informa
Healthcare. Reproduced with
permission of Informa)

Postoperative Management and Follow-Up

Postoperative orders are substantially similar to the orders used for a general surgi-
cal patient undergoing small intestinal resection.

The recommended minimum follow-up includes postoperative visits for the first
4 weeks. There are several risks potentially associated with the donor operation that
could occur early in the postoperative period, such as diarrhea, weight loss, dysvi-
taminosis, and small bowel obstruction, whereas the long-term risk of small bowel
resection primarily involves small bowel obstruction. Donors should be followed
until all procedure-related symptoms have been resolved. B,, deficiency can be
monitored by performing serum levels at 6 months and annually for 3 years. Donor
data should be collected and submitted to the intestinal transplant registry.
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Fig. 4.14 The picture shows
adequate blood supply to the
proximal and distal stumps
of the graft. (From Tan HP,
Marcos A, Shapiro R, Living
donor organ transplantation,
1st edition, copyright ©
2007, Informa Healthcare.
Reproduced with permission
of Informa)

Recipient
Preoperative Orders

Preoperative orders are, again, individualized by each transplant center. An example
of our preference is shown in the preoperative orders exhibited in Table 4.7.

Surgical Procedure

A schematic illustration of the recipient operation is shown in Fig. 4.15. The re-
cipient operations for isolated ITx from living or deceased donors are not differ-
ent, except for the length of the intestinal graft and the vascular pedicle. These
patients can present with a variety of anatomic differences in their native intestine.
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Table 4.7 Preoperative orders for intestinal recipient

Orders

Labs on admission

Chest X-ray (2 views)

Stool culture Ova and parasites, fecal leukocytes, Clostridium difficile,
fungus, bacteria

Blood cultures x 2

Nasal swab culture for /o MRSA

CMV IgG, EBV IgG

Urine cultures

ImmuKnow blood test

Final crossmatch

Type and cross, 4 units

Golytely Prep @16:00 before surgery

Selective digestive contamination ~ Nystatin 500,000 U PO BID + Tobramycin 80 mg PO BID
+ Polimixin B 125 mg PO BID

Antibiotics Piperacillin/Tazobactam 3.375 g IV once+ Vancomycin
1 g IV once + Liposomal Amphotericin B (10 mg/kg) IV
once
Or if allergic to penicillin Aztreonam 1 g IV once+ Vancomycin 1 g IV
once + Liposomal Amphotericin B (10 mg/kg) IV once
Immunosuppression induction Dexamethasone 100 mg IV once, or

Methylprednisolone 500 mg IV once
Anti-thymocite globulin 1.5 mg/kg once

MRSA methycillin resistant Staphylococcus aureus, CMV cytomegalovirus, EBV Epstein-Barr virus

Fig. 4.15 The picture shows

a schematic illustration of the
recipient operation. (From Tan

HP, Marcos A, Shapiro R, Living
donor organ transplantation, 1st
edition, copyright © 2007, Informa
Healthcare. Reproduced with
permission of Informa)

These can go from the presence of the entire dysfunctional intestine in patients with
pseudo-obstruction, to the ultra-short gut syndrome with only a portion of the duo-
denum intact. In all cases, the anatomy should be well identified pretransplantation
to plan the best surgical approach. The goal of the operation is to reestablish intes-
tinal continuity by transplanting the segment of ileum recovered from the donor.
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The proximal and distal (if present) segments of intestine in the recipient should be
always preserved and used for the anastomosis. The presence of a segment of colon
or ileocecal valve in these patients would decrease the transit time and increase
absorption and would allow a shorter ileal graft to be transplanted.

Often, these patients develop short bowel syndrome as a consequence of multiple
surgical resections. In this case, the presence of diffuse intra-abdominal adhesions
requires a long and careful dissection to identify vascular and intestinal structures
and anomalies. For this reason, we start the recipient operation first and initiate
the procedure in the donor in the adjacent operating room only when the recipient
anatomy is identified. A midline incision from the xiphoid process to the pubis is
used. The operation is carried out to identify the aorta, vena cava, and the proximal
and distal intestinal stumps. Once this is accomplished, the graft is removed from
the donor and is transported in the recipient operating room. The previously dis-
sected aorta and vena cava are used for the anastomoses. The vena cava is clamped
in its infrarenal portion with a Satinsky vascular clamp. The ileocolic vein is anas-
tomosed end to side with running nonabsorbable monofilament. The mesenteric
artery is anastomosed end to side to the aorta after this vessel is also clamped using
a vascular clamp. In this case, a running or interrupted anastomosis is performed,
depending on the size of the vessel using nonabsorbable monofilament. If the vas-
cular pedicle consists of multiple arteries, these are anastomosed individually. Once
the vascular anastomoses have been completed, the intestinal graft is reperfused
(Fig. 4.16). The proximity of the vena cava and aorta allows anastomosis without
tension, as the vascular pedicle of the graft can be short. However, an alternative
vascular approach, for example, using the portal vein, could also be utilized.

Intestinal continuity is immediately reestablished anastomosing the proximal
end of the graft, previously marked in the donor, to the proximal intestinal stump
available in the recipient. Often, this is the duodenum or the proximal jejunum.
Care should be taken not to shorten the native intestine unless pseudo-obstruction
or motility disorder is present. The intestine is anastomosed using a hand-sewn
technique side to side along its anti-mesenteric border. Our preference is to use
absorbable monofilament for the mucosal layer and a nonabsorbable monofilament
for the seromuscular layer using Lambert or Cushing stitches. The same is done for
the distal portion of the graft if a segment of colon is available. To avoid intraperi-
toneal spillage of the intestinal content, the intestine is clamped using linen-shod
noncrushing Doyen clamps closed at one to two clicks. A temporary loop ileostomy
is constructed and is maintained for 6 months. This is used for endoscopy, feces
sample collection, and the evaluation of the graft mucosa visible in the stoma. Con-
struction of the loop ileostomy is performed after the intestinal anastomoses have
been completed, and intestinal continuity is reestablished. At this point, a site in the
lower quadrant is identified to perform the ileostomy without tension, depending on
the length of the mesenteric vessels, the anatomy of the recipient, and the intestinal
reconstruction performed. This is performed excising a 2-cm diameter circle of skin
followed by a 2-cm incision of the fascia. The muscle fibers are spread and the
tips of two fingers should be easily introduced into the opening. The loop should
be gently exteriorized using a Babcock clamp, and a rod is introduced in a small
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Fig. 4.16 Once the vascular anastomoses have been completed, the intestinal graft is reperfused.
(From Tan HP, Marcos A, Shapiro R, Living donor organ transplantation, 1st edition, copyright
© 2007, Informa Healthcare. Reproduced with permission of Informa)

opening of the mesentery to keep the loop in position. The anterior wall of the il-
eum is opened slightly more than 50 % of its circumference. The proximal stoma is
larger and is kept cephalad. The ileostomy is matured with mucocutaneous fixation
using interrupted sutures. Sutures are also used to secure the graft to the peritoneum
to prevent herniation, and to help in identifying the proximal and distal end of the
ileostomy for future endoscopy.

If no colon is available, a permanent end ileostomy is constructed. If possible,
this is performed approximately 5 cm to the right of the midline incision and about
4 cm below the umbilicus. The presence of scar from previous surgeries might man-
date a different location. The end ileostomy is performed excising a 2-cm diameter
circle of skin followed by a 2-cm incision of the fascia. After spreading the muscle,
two fingers should be easily introduced into the opening. The distal end of the graft
should be gently exteriorized using a Babcock clamp, preserving the marginal ar-
tery and with the mesentery cephalad. The end ileostomy is matured with mucocu-
taneous fixation using interrupted sutures. Intraperitoneal sutures are used to secure
the graft to prevent herniation or prolapse of the stoma.

Abdominal closure is performed in two layers using nonabsorbable monofila-
ment for the fascia and surgical staples for the skin. If tension exists on the fascia
at the time of closure, this should not be attempted to reduce the risk of thrombo-
sis. The skin can be approximated leaving the fascia open. This approach may re-
quire a complex plastic reconstruction later [48]. The abdominal wall fascia can be
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Table 4.8 Postoperative orders for intestinal recipient
Orders

Labs on admission and daily

Chest X-ray (1 view)

Vitals

Oostomy drain monitoring

Stool culture once a week

GI consult

Biopsy of proximal and distal bowel

Duplex of ileocolic artery

Selective Digestive Contamination Nystatin 500,000 U PO BID +Tobramycin 80 mg PO
BID +Polimixin B 125 mg PO BID x 7 days

Antibiotics Piperacillin/tazobactam 3.375 g IV q4h x 3 days,

Or if allergic to penicillin Aztreonam 1 g IV q8h+Clindamycin 600 mg IV q8h
x 3 days

Steroid taper Methylprednisolone 300 mg IV POD#1

Methylprednisolone 200 mg IV POD#2
Methylprednisolone 100 mg IV POD#3
Methylprednisolone 75 mg IV POD#4
Methylprednisolone 60 mg IV POD#5
Methylprednisolone 40 mg IV POD#6
Methylprednisolone 20 mg IV POD#7
Anti-thymocite globulin 1.5 mg/kg IV q24h x 7 days
Immunosuppression Tacrolimus PO q12h, start on POD#1
Prophylaxis Ganciclovir 5 mg/kg IV daily x 7 days, then Valganci-
clovir 900 mg PO daily
Bactrim SS half dose PO daily

GI gastrointestinal

alternatively closed without tension using a biological acellular dermal matrix that
has been previously described to be safe in this setting [49].

Postoperative Orders

Postoperative orders are individualized by each transplant center. Several protocols
of immunosuppression can be used. Our preference is shown in the postoperative
and transfer orders shown (Table 4.8).

Current Outcome of ITx and LD-ITx

Intestinal transplant outcome drastically improved over time, and 1-year graft sur-
vival in the U.S. now exceeds 80 % [1]. Unfortunately, longer-term outcomes have
failed to improve over time and the 5-year patient survival rates for all types of ITx
are approximately 50 %. Graft rejection and/or infection are still the most common
causes of early and late deaths. The inability to completely control rejection has
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resulted in heavier immunosuppression; consequently, infectious complication and
malignancy were the cause of death in a substantial percentage of patients. LD-ITx
offers theoretical advantages that could help to address these problems [8—10].

In fact, even among the early attempts made to transplant the intestine in the
1960s and early 1970s in the pre-cyclosporine era, the longest survivor (76 days
after transplantation) received an HLA-identical ileal segment from her sister [50].
However, of 2,611 ITxs performed worldwide until 2009, only 66 (2.5%) were
performed from living donors [1, 6]. Indeed, the potential benefits of live dona-
tion must be weighed against the potential disadvantages of LD-ITx, which include
risk to the donor, shorter segment of the intestinal graft, and the limited experience
available [51, 52].

Donors

At this time, no donor deaths or long-term morbid complications in intestinal do-
nors have been reported. Only a 1-—2-week period of postoperative diarrhea has
been described [15]. However, this is usually self-limited and does not require ag-
gressive therapy. In our experience, donors maintain their presurgical weight and,
in some instances, tend not to gain weight even after increasing their caloric intake
during the first few months. This is probably because of an adaptation of the re-
maining shorter segment of ileum left in the donor. No studies have been published
at this time regarding bowel adaptation or absorption in donors following the donor
enterectomy, probably a function of lack of symptoms and an understandable desire
to minimize postoperative visits in these otherwise healthy individuals. Addition-
ally, no data have been collected on vitamin absorption. However, even if the distal
ileum has been utilized, most of the LD-ITx performed in recent years have been
performed with careful preservation of the terminal ileum, which should prevent
these problems.

Unfortunately, these patients are followed only for a limited period of time. It
has been recently recommended that data on long-term follow-up of these donors
should be collected. For example, vitamin B, should be monitored with serum lev-
els at 6 months, and annually for 3 years. In addition, recent recommendations have
been developed to create a donor registry in conjunction with the existing Interna-
tional Intestinal Transplant Registry to evaluate the long-term risk of the procedure
to the donor [53].

Recipient Outcomes

LD-ITx is not routinely performed; therefore, few reports of short- and long-term
outcomes exist. The largest series, reported by the University of Illinois at Chicago,
included 13 patients who underwent transplantation of 150-200 cm of terminal il-
eum proximal to the ileocecal valve [10]. Five of them had a combined liver—ITx.
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The 1- and 3- year actuarial patient and graft survival rates in patients with LD-
ITx only were 60 and 50 %, respectively. In combined liver-LD-ITx recipients the
patient survival rates at 1 and 2 years were 100 %; the liver graft survival rate was
100 %, and the bowel graft survival 80 %. Three LD-ITx recipients developed acute
rejection, and another recipient developed chronic rejection 3.5 years after the origi-
nal transplant and died after re-transplantation [46, 47].

Intestinal graft survival has steadily improved over time. Close to half of the
patients who have undergone LD-ITx are currently alive today [9, 10]. This is prob-
ably an underestimated survival, considering the high rate of failure of the early at-
tempts (historical data). Causes of death included sepsis (29 %), liver failure (5 %),
rejection (5 %), and other causes (10%). Only one patient lost the intestinal graft to
vascular thrombosis (2.5%). This suggests that the small vascular pedicle in LD-
ITx is not a significant risk factor for graft loss when compared with deceased
donor grafts, as the technical results are at least comparable with those seen with
deceased donors (2.5% vs. 15-20% graft loss, respectively). In previous reports,
center volume had no effect on graft survival, but this may reflect the small number
of procedures performed worldwide. There was no difference in graft survival or
patient survival when comparing LD-ITx and ITx. However, with increased center
experience in LD-ITX, it is possible that an improved survival might be obtained,
like it is observed in large centers performing ITx from cadaver donors.

Rejection and Immunosuppression

The rate of rejection in ITx from deceased donors has been higher than that ob-
served with other organs, and possible benefits may exist with HLA-matched live
donors.

Grafts obtained from deceased donors have not been HLA-matched, mostly be-
cause intestinal grafts have been at least initially transplanted in association with the
liver. However, living-related donors often have a better HLA match. This benefit is
supported by the experience of ITx performed between homozygous twins [54]. In
addition, low or no rejection has been documented in living-donor HLA-matched
intestinal grafts during the first year posttransplantation, and have had good long-
term graft function [55].

Rejection was a cause of death in 3.8 % of the patients transplanted with deceased
donor organs, and 4.8 % in patients transplanted with LD-ITx. However, graft loss
was related to rejection in 56 % of the transplants performed from deceased donors
and 30% in patients transplanted from living donors.

To date, no additional data are available, as donor and recipient tissue typing in-
formation has not been collected and analyzed. A recent improvement in the rate of
rejection has been reported in deceased donor transplants using antibody induction
therapy with anti-interleukin-2 (IL-2) receptor blockers due to their powerful anti-
rejection properties combined with the lack of side effects in terms of direct toxicity
and development of infection or malignancy [56].
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Posttransplant Lymphoproliferative disease

PTLD is a serious complication of intestinal transplantation, and is related to the
heavy immunosuppression that is required to prevent rejection. Recent data show
that the overall incidence of PTLD was 11.8 % with a median onset 21 months after
transplantation. A total of 50 % of cases resulted in graft failure or death. In contrast,
PTLD was never reported as the cause of death in LD-ITx recipients. In these pa-
tients, the ability to use a less aggressive immunosuppressive regimen could have a
beneficial impact on the incidence of PTLD [57].

Graft Adaptation

Deltz et al. reported a successful transplant of a 60-cm segment of distal jejunum
and proximal ileum, and Morris et al. successfully used a 60-cm segment of distal
ileum, ileocecal valve, and a portion of the cecum [44, 45]. Despite these early
successes, a length of 60 cm of the bowel is generally inadequate [45]. From the
short bowel syndrome literature, a segment of approximately 1 m has been reported
to be sufficient to ensure adequate absorption [58], depending on the presence of
ileocecal valve or part of the colon. The successful use of ileal segments of length
between 150 and 200 cm have been reported, with no sign of long-term complica-
tion for either the donors or the recipients [59]. Furthermore, adaptation of the re-
maining intestine occurs, compensating for the segment removed and reestablishing
completely normal function.

Intestinal grafts show evidence of functional adaptation in recipients (see Ta-
ble 4.3). This occurs because of a morphologic adaptation characterized by in-
creased length and size of the villi (see Figs. 4.8 and 4.9) [26].

Given the experience reported thus far, it seems that ileal grafts measuring 150—
200 cm of the distal ileum (without the ileocecal valve) will provide sufficient nu-
trient absorption to achieve independence from TPN, once adaptation is complete
approximately 6 months after LD-1Tx.

Ischemic Injury

Intestinal grafts are extremely sensitive to preservation injury. In an analysis of
50 pediatric ITx recipients, it has been shown that the ischemia time was the most
significant factor in inducing bacterial translocation [11]. This phenomenon can
contribute to the high rate of infections seen during the early posttransplant period,
and, of course, also coincides with the timing of the maximum amount of recipient
immunosuppression. With living donation, this problem is obviated, if the donor
is a healthy individual who is hemodynamically stable, and this minimizes pre-
recovery gut hypoperfusion. Furthermore, the short cold ischemia time, limited to
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a few minutes’ transport of the graft between donor and recipient operating rooms,
virtually eliminates ischemia/reperfusion injury. This is documented by the fact that
mucosal biopsies and zoom-endoscopy evaluation performed early after LD-ITx
show no evidence of ischemic injury [60].

Ileal Compared with Jejunal Segmental Graft

In the early clinical experience, both jejunum and ileum were used. Jaffe et al. [59]
reported attempts at proximal small bowel transplantation involving complex vas-
cular reconstruction that resulted in vascular complications. Furthermore, the early
clinical experience from the same group did not show an immunologic advantage
for jejunal grafts. Currently, most transplant surgeons today prefer using distal ileal
grafts.

Cost-Effectiveness

A cost analysis in the U.S. for TPN reveals that the cost per patient in 1992 was
approximately US$ 150,000 per year only for supplies, not including the cost of
frequent hospitalizations, medical equipment, and nursing care, and that the na-
tional cost of home TPN for Medicare was US$ 780 million in 1992 [61]. The cost
of an intestinal transplantation performed from a deceased donor has been analyzed
in the U.S. and varies according to the type of transplant performed. This was es-
timated in 1994-1998 to average US$ 132,285 for isolated intestinal transplant,
USS$ 214,716 for combined liver—ITx, and US$219,098 for multivisceral transplants
[62]. The cost of LD-ITx was estimated to be US$ 16,000+2,000 for the donor
workup and hospitalization, US$ 113,000+26,000 for the recipient hospitalization,
US$3,900+750 for yearly routine follow-up, and US$ 20,000 for the first year,
followed by US$ 3,000 per year thereafter for immunosuppression [22]. Compared
with the cost of TPN, LD-ITx is cost-effective after the first year, and it is also less
expensive than deceased donor-isolated ITx.

Quality of Life

The quality of life of recipients undergoing LD-ITx has been evaluated before the
injury, while TPN-dependent, and following transplantation [63—68]. The premor-
bid period was defined as the patient’s normal state of health prior to becoming
TPN-dependent. The morbid phase was the period when patients were TPN-depen-
dent.

Quality of life was measured with the Quality of Life Inventory (QOLI), de-
signed for transplant recipients, and previously validated in liver transplant patients
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and in ITx patients at the T.E. Starzl Translpant Institute at the University of Pitts-
burgh Medical Center [69, 70]. These patients, when comparing ““before illness”
with “during illness” (while on TPN), reported disruption in most areas of their
lives, except for marital relationships, medical compliance, and medical satisfac-
tion, which were unchanged from before illness. After transition from TPN depen-
dence to posttransplant TPN independence, when comparing posttransplant status
with that during illness (while on TPN), patients reported a significant improvement
in most areas of quality of life: psychological (less anxiety, less depression, better
mental status, increased stress experience, improved optimism, less impulsiveness
and improved control, increased sexuality, and improved coping); physical (bet-
ter mobility, better appearance, decreased gastrointestinal and genitourinary symp-
toms, improved sleep, and improved energy); and social (more ability to perform
and enjoy recreation activities, improved quality of social support, and improved
quality of relationships). The patients did not report worsened quality of life in any
area. These patients reported that their posttransplant status compared favorably
with their pre-illness condition. Of the 26 domains, only 5 areas of functioning
were statistically worse than (pretransplant or TPN patients: loss of control, poorer
sleep, increased pain and discomfort, poor quality of social supports, and difficulty
in parenting. Regarding employment, all were working full time before becoming
TPN-dependent. When they became TPN-dependent, none maintained their work-
ing status. All these patients recovered their working status, and one also achieved
paternity 36 months after the LD-ITx.

Specific Ethical Considerations

When we are faced with a healthy person, invading a healthy body to obtain an
organ for another, the ethical problem is most obvious. Certainly, removal of a kid-
ney from a living person donor was partially justified by the fact that kidneys are
paired organs, but what about intestine? To remove an organ from a living donor,
as is the case in LD-ITx, ethical problems can arise; the first is the hurdle of the
ancient medical maxim, “do not harm,” taking in account that “even identical twins
do not require a living donor” [71]. Father Bert Cunningham anticipated its pos-
sibility with a thesis on the morality of organic transplantation. He considered the
living donor a model of virtue for the reason that “there exist an ordination of men
to one another and as a consequence, an order of their members to one another, thus
we contend that men are ordinate to society as a part to the whole and, as such, are
in some way ordinate to one another” [72]. Aquinas, too, had seen the sacrifice of
one’s life for the good of another as an act of charity. Much more was the undertak-
ing of a risk for a proportionate benefit to another [73].

Kidney transplantation became a routine operation, and we know that we can
live well with one kidney; therefore, it does not raise particular ethical problems
anymore. However, LD-ITx is a novelty in the field of transplant surgery. We be-
lieve that Daube gave a correct formulation of the ethical problem presented by
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LD-ITX. He suggested that more than consent is required. A medical judgment of
relative risks to donor and recipient, a high degree of caution and concern for the
donor, and the absence of alternatives “place on the transplanting surgeon a far
greater responsibility” [74]. This is exactly what informed consent, or conscious
consent, as we prefer to call it, means [75]. We must consider three actors involved
in the setting: the doctor, the recipient, and the donor. The doctor has the technical
knowledge, and then he can act in the way marked out by Daube. The recipient is at
risk of dying if the donor does not give a segment of its gut. Therefore, the point of
view of the recipient is completely in favor of transplant. Certainly, the long-term
mortality among recipients is high, but the all or nothing perspectives compel us
to do good for the patient. Therefore, the only perspective that can give rise to an
ethical question is the particular condition of the donor. As the donor is a healthy
person, the operation could represent a sort of mutilation. However, in the perspec-
tive given by Cunningham and considering the rule “do not harm” as a relativistic
norm, where the imperative is beneficence, also for the others, we have the duty to
consider living donor transplantation as an important tool in the field of surgery.
All the existing data summarized in the chapter lean on the side of transplant. First
of all, there are some problems, as the chapter pointed out, with deceased donors,
taking into account that they are often subject to either cardiac arrest or resuscita-
tion. Using living donors, we can obviate to these problems. Furthermore, LD-ITx
can be performed and the recipient conditions are optimal and the donor bowel
preparation can be easily performed, lessening the risk of infection complications.
Not least, often a living donor is a relative of the recipient. This fact is not marginal,
representing an unquestionable immunologic advantage. Furthermore, we have to
consider that optimal deceased intestinal donors are not common, the waiting list
is increasing, and the mortality for all candidates on the waiting list is reported to
be up to 20%. Besides, LD-ITx would improve the possibility to obtain transplant
in developing countries, where TNP and deceased donors are not easily available.
Considering that the principle of beneficence compels us to do what is best for the
patient, LD-ITx represents the best treatment for patients. Finally, but not in order
of importance, we must consider the risks to the donor, which include early surgical
complications, such as small bowel obstruction, diarrhea, weight loss, and vascular
thrombosis. These seem to be acceptable risks compared with the benefit to the re-
cipient, which are going to be resolved in a short period of time. We must consider
that with a careful and appropriate surgical technique, these risks can be still further
reduced. Unfortunately, we do not have long-term follow-up of these patients. This
fact could be a dilemma from an ethical point of view, but we have a lot of data
from patients who opted for intestinal obstruction or abdominal infarction. Despite
the fact that they had even wider resections, the long-term effects are acceptable.
In light of these reasons, we believe that the LD-ITx represents a valid and ethical
alternative to ITx from a deceased donor.



4

Intestinal Transplantation from Living Donors 71

References

1.

2.

10.

11.

12.

13.

14.

15.

18.

19.

20.

Intestinal TR, Toronto, ONT, Canada. Available at www.intestinaltransplant.org/itr Accessed
March 2013.

Adam R, McMaster F, O’Grady JG, Castaing D, Klempnauer JL, Jamieson N, et al. European
Liver Transplant Association. Evolution of liver transplantation in Europe: report of the Euro-
pean Liver Transplant Registry. Liver Transpl. 2003;9(12):1231-43.

. Dharnidharka VR, Sullivan EK, Stablein DM, Tejani AH, Harmon WE, et al. North Ameri-

can Pediatric Renal Transplant Cooperative Study (NAFRTCS). Risk factors for posttrans-
plant lymphoproliferative disorder (PTLD) in pediatric kidney transplantation: a report of the
North American Pediatric Renal Transplant Cooperative Study (NAPRTCS). Transplantation.
2001;71(8):1065-68.

. Caillard S, Lachat V, Moulin B, et al. Posttransplant lymphoproliferative disorders in renal

allograft recipients: report of 53 cases of a French multicenter study. PTLD French Working
Group. Transplant Int. 2000;13 (suppl 1):S338-93.

. Loinaz C, Kato T, Nishida S, Weppler D, Levi D, Dowdy L, et al. Bacterial infections after

intestine and multivisceral transplantation. The experience of the University of Miami (1994—
2001). Hepatogastroenterology. 2006;53(68):234-42.

. Smith JM, Skeans MA, Thompson B, Horslen SP, Edwards EB, Harper AM, et al. OPTN/

SRTR 2011 annual data report: intestine. Am J Transplant. 2013;13 Suppl 1:103—-18.

. Mazariegos GV, Steffick DE, Horslen S, Farmer D, Fryer J, Grant D, et al. Intestine transplan-

tation in the United States, 1999-2008. Am J Transpl. 2010;10:1020-34.

. Tzvetanov IG, Oberholzer J, Benedetti E, et al. Current status of living donor small bowel

transplantation. Curr Opin Organ Transplant. 2010;15:346-8.

. Benedetti E, Holterman M, Asolati M, Di Domenico S, Oberholzer J, Sankary H, et al. Living

related segmental bowel transplantation. From experimental to standardized procedure. Ann
Surg. 2006;244:694-9.

Testa C, Holterman M, John E, Kecskes S, Abcarian H, Benedetti E, et al. Combined living-
donor liver/small bowel transplantation. Transplantation. 2005;79(10):1401-4.

Cicalese L, Sileri I, Green M, Abu-Elmagd K, Kocoshis S, Reyes J, et al. Bacterial transloca-
tion in clinical intestinal transplantation. Transplantation. 2001;71(11):1414-7.

Cicalese L, Sileri P. Asolati M, Rastellini C, Abcarian H, Benedetti E, et al. Low infectious
complications in segmental living related small bowel transplantation in adults. Clin Trans-
plant. 2000;14(6):567-71.

Berney T, Genton L, Buhler LH, Raguso CA, Charbonnet P, Pichard C, et al. Five-year follow-
up after pediatric living-related small bowel transplantation between two monozygotic twins.
Transplant Proc. 2004;36(2):316-8.

Grant D, Abu-Elmagd K, Reyes J, Tzakis A, Langnas A, Fishbein T, et al. 2003 report of the
intestine transplant registry: a new era has dawned. Ann Surg. 2003;2005;241:607—13.
Cicalese L, Rastellini C, Sileri P, Abcarian H, Benedetti E, et al. Segnientii living-related small
bowel transplantation in adults. J Gastrointest Surg. 2001;5(2):168-72.

. Okada Y, Klein NJ, Van-Saene HK, Webb G, Holzel H, Pierro A, et al. Bactericidal activity

against coagulasenegative staphylococci is impaired in infants receiving long-term parenteral
nutrition. Ann Surg. 2000;231:276-31.

. Okada Y, Papp E, Klein NJ, Pierro A, et al. Total parenteral nutrition directly impairs cytokine

production after bacterial challenge. J Pediatr Surg. 1999;34:277-80.

Okada 'Y, Klein NJ, Pierro A, et al. Neutrophil dysfunction: the cellular mechanism of impaired
immunity Turing total parenteral nutrition in infancy. J Pediatr Surg. 1999;34:242-5.

Ellozy SH, Harris MT, Bauer JJ, Gorfine SR, Kreel I, et al. Early postoperative small-bowel
obstruction: a prospective evaluation in 242 Consecutive abdominal operations. Dis Colon
Rectum. 2002;45(9):1214-7.

Fraser SA, Shrier I, Miller G, Gordon PH, et al. Immediate postlaparotomy small-bowel ob-
struction: a 16-year retrospective analysis. Am Surg. 2002;68(9):780-2.


www.intestinaltransplant.org/itr

72

21.

22.

23.

24.

25.

26.

217.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

M. Tuveri et al.

Matter I, Khalemsky L, Abrahamson J, Nash E, Sabo E, Eldar S, et al. Does the index op-
eration influence the course and outcome of adhesive intestinal obstruction? Eur J Surg.
1997;163(10):767-2.

Menzies D, Ellis H. Intestinal Obstruction from adhesions—how big is the problem? Ann R
Coll Surg Engl. 1990;72(1):60-3.

Ellis H, Moran BJ, Thompson JN, Parker MC, Wilson MS, Menzies D et al. Adhesion-related
hospital admission after abdominal and pelvic surgery: a retrospective cohort study. Lancet.
1999;353(9163):1476-80.

Fevang BT, Fevang J, Lie SA, Sereide O, Svanes K, Viste A, et al. Long-term prognosis after
operation for adhesive small bowel obstruction. Ann Surg. 2004;240(2):193-201.

Miller G, Boman J, Shrier 1, Cordon PH. Natural history of patients with adhesive small
bowel obstruction. Br J Surg. 2000;87(9):1240-7.

Benedetti B, Baum C, Cicalese I, Brown M, Raofi V, Massad MG, et al. Progressive func-
tional adaptation of segmental bowel graft from living related donor. Transplantation.
2001;71(4):569-71.

Jao W, Sileri P, Holaysan J, Morini S, Chejfec G, Rastellini C, et al. Morphologic adaptation
following segmental living related intestinal transplantation. Transplant Proc. 2002;34(3):924.
Fishbein TM, Matsumoto CS. Intestinal replacement therapy: timing and indications for
referral of patients to an intestinal rehabilitation and transplant program. Gastroenterology.
2006;130 (2 suppl 1):S147-51.

DiBaise JK, Young RJ, Vanderhoof JA, et al. Intestinal rehabilitation and the short bowel
syndrome part 1. Am J Gastroenterol. 2004;99(7):1386—1395; part 2, Am J Gastroenterol.
2004;99(9):1823-32.

Guglielmi FW, Regano N, Mazzuoli S, Fregnan S, Leogrande G, Guglielmi A, et al. Cholesta-
sis induced by total parenteral nutrition. Clin Liver Dis. 2008;12:97-110.

Scolapio JS, Fleming CR, Kelly G, Wick DM, Zinsmeister AR, et al. Survival of home par-
enteral nutrition-treated patients: 20 years of experience at the Mayo Clinic. Mayo Clin Proc.
1999;74:217-22.

Michels N, Siddhart P, Kornblith L, Horslen SP, Edwards EB, Harper AM, et al. The variant
blood supply to the small and large intestines: its import in regional resections. J Int Coll Surg.
1963;39:127.

Dowling RI-I, Booth C. Structural and functional changes following small bowel resection in
the rat. Clin Sci. 1967;32:139-49.

Thompson JS, Ferguson DC. Effect of the distal remnant on ileal adaptation. J Gastrointest
Surg. 2000;4:430-4.

Tesi R, Beckj R, Lamblase I, Haque S, Flint L, Jaffe B, et al. Living-related small bowel trans-
plantation: donor evaluation and outcome. Transplant Proc. 1997;29:686—7.

Kimura K, Money S, Jaffe IT, et al. The effect of size and site of origin of intestinal grafts on
small-bowel transplantation in the rat. Surgery. 1987;101:618-22.

Bryant J. Observations upon the growth and length of the human intestine. Am J Med Sci.
1924;167:499.

Blankehorn DH, Hirsch J, Ahrens EH, et al. Transintestinal intubation: technique to measure
the gut length and physiologic sampling of known loci. Proc Soc Exp Biol Med. 1995;88:356.
Reis VderV, Schembra IW. Lange and Lage des Verdauungsrohres beim Lebenden. Z Ges Exp
Med. 1924;43:94.

Reinelt I1, Schirmer U, Marx T, Topalidis P, Schmidt M, et al. Diffusion of xenon and nitrous
oxide into the bowel. Anesthesiology. 2001;94:475-7; discussion 6A.

Akca O, Lenhardt R, Fleischmann E, Treschan T, Greif R, Fleischhackl R, et al. Nitrous oxide
increases the incidence of bowel distension in patients undergoing elective colon resection.
Acta Anaesthesiol Scand. 2004;48:894-8.

Ogilvy Al SG. The gastrointestinal tract after anaesthesia. Eur J Anaesthesiol Suppl.
1995;111:35-42. Review.

Torjman MC, Joseph JI, Munsick C, Morishita M, Grunwald Z, et al. Effects of isoflurane on
gastrointestinal motility after brief exposure in rats. Int J Pharm. 2005;294(1-2):65-71.



44,

45.

46.

47.

48.

49.

50.

S1.

52.

53.

54.

55.

56.

57.

58.

59.

60.

61.

62.

63.

64.

65.

66.

Intestinal Transplantation from Living Donors 73

Deltz B, Schroeder F, Gehbardt H, et al. Successful clinical bowel transplantation. Clin Trans-
plant. 1989;3:89.

Morris JA, Johnson DL, Rimmer JA, Kuo PC, Alfrey EJ, Bastidas JA, et al. Identical-twin
small-bowel transplant or desmoid tumor. Lancet. 1995;345:1577-8.

Pollard SG, Lodge P, Selvakumar S, Heatley RV, Wyatt J, Wood R, et al. Living-related small
bowel transplantation: the first United Kingdom case. Transplant Proc. 1996;28:2733.
Gruessner R, Sharp H. Living-related intestinal transplantation: first report of a standardized
surgical technique. Transplantation. 1997;64:1605-7.

Tzoracoleftherakis E, Cohen M, Sileri P, Cicalese L, Benedetti E, et al. Small bowel transplan-
tation and staged abdominal wall reconstruction after shotgun injury. J Trauma. 2002;53:770.
Asham F, Uknis M, Rastellini C, Elias G, Cicalese L, et al. Acellular dermal matrix provides a
good option for abdominal wall closure following small bowel transplantation: a case report.
Transplant Proc. 2006;38(6):1770-1.

Fortner JG, Sichuk G, Litwin SD, Beattie EJ Jr, et al. Inmunological responses to an intestinal
allograft with HL-A-identical donor-recipient. Transplantation. 1972;14:531-5.

Fishbein TM. Intestinal transplantation. N Engl J Med. 2009;361:998-1008.

Cicalese L, Sileri P, Gonzales O, Asolati M, Rastellini C, Abcarian H, et al. Cost-effectiveness
of early living related segmental bowel transplantation as therapy for trauma-induced irrevers-
ible intestinal failure. Transplant Proc. 2001;33:3581-2.

Barr MI, Beighiti J, Villamii PC, Pomfret EA, Sutherland DS, Gruessner RW, et al. A report
of the Vancouver forum on the care of the live organ donor: lung, liver, pancreas and intestine:
data and medical guidelines. Transplantation. 2006;81:1373-85.

Abu-Elmagd K, Reyes J, Bond G, Mazariegos G, Wu T, Murase N, et al. Clinical intestinal
transplantation: a decade of experience at a single center. Ann Surg. 2001;234:404—16.
Gangemi A, Tzvetanov IG, Beatty E, et al. Lessons learned in pediatric small bowel and liver
transplantation from living-related donors. Transplantation. 2009;87:1027-30.

Pirenne J, Kawai M. Intestinal transplantation: evolution in immunosuppression protocols.
Curr Opin Organ Transplant. 2009;14:250-55.

Quintini C, Kato T, Gaynor JJ, Ueno T, Selvaggi G, Gordon P, et al. Analysis of risk factors
for the development of posttransplant lymphoprolipherative disorder among 119 children who
received primary intestinal transplants at a single center. Transplant Proc. 2006;38:1755-8.
Calne R, Friend P. Middleton S, Jamieson NV, Watson CJ, Soin A, et al. Intestinal transplant
between two of identical triplets. Lancet. 1997;350:1077-8.

Jaffe BM, Beck R, Flint L, Gutnisky G, Haque S, Lambiase L, et al. Living-related small
bowel transplantation in adults: a report of two patients. Transplant Proc. 1997;29:1851-2.
Misra MV, Bhattacharya K, Nompleggi DJ, Uknis ME, Rastellini C, Cicalese L, et al. Magni-
fication endoscopy as a reliable tool for the early diagnosis of rejection in living-related small
bowel transplants: a case report. Transplant Proc. 2006;38:1738-9.

Howard L, Malone M. Current status of home parenteral nutrition in the United States. Trans-
plant Proc. 1996;28:2691-5.

Abu-Elmagd KM, Reyes J, Fung JJ, Mazariegos G, Bueno J, Janov C et al Evolution of
clinical intestinal transplantation: improved outcome and cost effectiveness. Transplant Proc.
1999;31:582 584.

O’Keefe SJ, Buchman AL, Fishbein TM, Jeejeebhoy KN, Jeppesen PB, Shaffer J, et al. Short
bowel syndrome and intestinal failure: consensus definitions and overview. Clin Gastroenterol
Hepatol. 2006;4:6—-10.

Todo S, Reyes J, Furukawa H, Abu-Elmagd K, Lee RG, Tzakis A, et al. Outcome analysis of
71 clinical intestinal transplantations. Ann Surg. 1995;222:270-80.

Rovera GM, Sileri P, Rastellini C, Knight P, Benedetti E, Cicalese L, et al. Quality of life after
living-related small bowel transplantation. Transplant Proc. 2002;34:967-8.

DiMartini A, Rovera GM, Graham TO, Furukawa H, Todo S, Funovits M, et al. Quality of life
after small intestinal transplantation and among home parenteral nutrition patients. JPEN J
Parenter Enteral Nutr. 1998;22:357-62.



74

67.

68.

69.

70.

71.

72.

73.

74.

75.

M. Tuveri et al.

Abu-Elmagd KM. Intestinal transplantation for short bowel syndrome and gastrointestinal
failUIV current consensus, rewarding outcomes, and practical guidelines. Gastroenterology.
2006;130(2 suppl 1):S132-7.

Rovera GM, DiMartini A, Graham TO, Hutson WR, Furukawa H, Todo S, et al. Qual-
ity of life after intestinal transplantation and on toi, il parenteral nutrition. Transplant Proc.
1998;30:2513-4.

DiMartini A, Rovera GM, Graham TO, Furukawa H, Todo S, Funovits M, et al. Quality of life
after small intestinal transplantation and among home parenteral nutrition patients. JPEN J
Parenter Enteral Nutr. 1998;22:357-62.

Rovera GM, DiMartini A, Schoen RE, Rakela J, Abu-Elmagd K, Graham TO, et al. Quality of
life of patienl after intestinal transplantation. Transplantation. 1998;66:1141-5.

Murray JE. Organ transplantation: the practical possibilities. In: Wostenholme GEW,
O’Connors M, Editors. Law, ethics of transplantation. London:JA Churchill, Ltd; 1966.
Cunningham B. The morality of organic transplantation. Studies Sacred Theol. 1944;86:63.
Thomas Aquinas. III Sententiae, d. 29, a. 5, “when one gives one’s life for one’s friend, he
does not love the friend more than himself, but rather prefers one’s own “good of virtue” to a
physical good.”

Daube D. Transplantation: acceptability of procedures and the required legal sanctions. In:
Wolsenholme GEW, O’Connors M, Editors. Ethics in Medical Progress. Boston: Little, Brown
& Company; 1966.193.

Caocci G, La Nasa G, d’Aloja, Vacca A, Piras E, Pintor M, Demontis R, Pisu S, et al. Ethical
issues of unrelated hematopoietic stem cell transplantation in adult thalassemia patients. BMC
Medical Ethics. 2011;12: 4.



Chapter 5
Living Donor Lung Transplantation

Robbin G. Cohen, Mark L. Barr and Vaughn A. Starnes

Introduction

Living donor lobar lung transplantation (LDLLT) was originally developed in the
early 1990s, in response to the growing number of patients who were dying while
awaiting suitable cadaveric donors for lung transplantation [1]. The procedure in-
volves bilateral lung transplantation using the right lower lobe from one living do-
nor to replace the right lung of the recipient, and the left lower lobe from another
living donor to replace the left lung (Fig. 5.1). Because both of the patient’s lungs
are replaced by lobes from healthy donors, our early experience was confined to
children and young adults with cystic fibrosis who, by virtue of their small size,
were predicted to receive adequate pulmonary reserve after receiving only two pul-
monary lobes. In order to minimize ethical issues regarding the risks of subjecting
two healthy donors to a lobectomy for each transplant, only parents or siblings
were originally considered as potential donors. Once successful recipient and donor
outcomes and safety were established, the use of living lobar lung transplantation
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Fig. 5.1 Bilateral living
donor lobar lung transplanta-
tion. Right and left lower
lobes from two healthy
donors are implanted in

the recipient in place of
whole right and left lungs,
respectively. (Reprinted from
[4], by permission of Oxford
University Press)

expanded to include recipients with a wide range of pulmonary diseases, including
other suppurative diseases of the lung, as well as pulmonary hypertension, pulmo-
nary fibrosis, and pulmonary obstructive disease. Criteria for lung donation have
expanded as well. Whereas the number of living donor lung transplants has de-
creased in the U.S. due to the success of the lung allocation scoring system imple-
mented by the Organ Procurement and Transplantation Network in 2005, its use has
expanded in countries like Japan, where waiting times for cadaveric lungs remain
exceptionally long [2, 3].

Patient Selection

The recipient and donor selection process for LDLLT shares much in common with
that of cadaveric lung transplantation. The goal is to transplant disease-free lungs
that are as immunologically, anatomically, and physiologically compatible as pos-
sible in order to ensure the best possible recipient result. Because LDLLT requires
that recipient pulmonary function be entirely dependent on two lobes instead of two
whole lungs, a more extensive respiratory and anatomical evaluation of both donors
and recipients is usually required. The fact that LDLLT utilizes live donors brings
psychological and ethical issues into play. These must be carefully considered prior
to subjecting healthy volunteers to the risks of major pulmonary surgery.

Recipient Selection

Recipient candidates for LDLLT should meet the criteria for cadaveric lung
transplantation, and in the U.S. should be listed on the Organ Procurement and
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Transplantation Network lung transplantation waiting list [5, 6]. Given that cadav-
eric whole lungs are preferable to lobes from living donors, most candidates for
living donor lung transplantation should be expected to die or become too ill for
transplantation while waiting to receive cadaveric lungs from the waiting list. Ap-
proximately 80 % of our recipients of living donor lungs, both adult and pediatric,
have been transplanted for end-stage pulmonary failure secondary to cystic fibrosis.
Other diagnoses include pulmonary hypertension, idiopathic pulmonary fibrosis,
bronchopulmonary dysplasia, and obliterative bronchiolitis [7]. Seventy-five per-
cent of adults and 50% of children were hospitalized, and 18 % of patients were
ventilator dependent at the time of transplantation. In Japan, where cystic fibrosis is
rare, interstitial pneumonia is the most common diagnosis, followed by bronchiol-
itis obliterans, pulmonary artery hypertension, bronchiectasis, and lymphangioleio-
myomatosis [3].

Donor Selection

Though living donor kidney and liver transplantation had been performed for some
time prior to the first living donor lung transplant, the potential risks associated with
pulmonary lobectomy, as well as the need for two healthy donors for each recipient,
raised potential ethical issues not previously seen in organ transplantation. In their
discussion of the ethics of living donor lung transplantation, Wells and Barr pointed
out that donation of a pulmonary lobe by a living volunteer was incompatible with
the pillar of medical ethics as established by the Hippocratic maxim “primum non
nocere” (first do no harm) [8]. The absence of physical benefit to the donors, cou-
pled with the potential for pain, surgical complications, and long-term pulmonary
compromise, required a more complex set of moral theories. These were provided
by Beauchamp and Childress [9], who put these issues into the perspective of four
basic principles of biomedical ethics:

1. Respect for autonomy: respecting and accepting the decision-making capacity of
the autonomous individual.

2. Nonmaleficence (non nocere): minimizing the causation of harm.

3. Beneficence: providing a benefit and balancing this against risk and cost.

4. Justice: fairly distributing benefits, risks, and costs.

Using this framework, it becomes ethically possible to identify healthy donors with
adequate pulmonary reserve, appropriate motivation, and an understanding and
willingness to accept the risks of donation. Our criteria for donation are as follows:

e Age <55 years

* No significant past medical history

» No recent viral infections

* Normal echocardiogram

* Normal electrocardiogram

* Oxygen tension >80 mmHg on room air

» Forced expiratory volume in 1 s and forced vital capacity >85 % predicted
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* No significant pulmonary pathology on computed tomography (completely nor-
mal on donor side)
* No previous thoracic operation on donor side

Whereas we originally considered only parents as appropriate potential donors, we
have expanded our criteria to include siblings, extended family members, and occa-
sionally unrelated individuals who can demonstrate an appropriate nonfinancial re-
lationship to the recipient. Potential donors are carefully interviewed and analyzed
from a psychological and social standpoint to determine their relationship with the
recipient, motivation for donation, ability to withstand the pain and recovery from
the operation, and their understanding and ability to withstand a potentially poor
recipient outcome. They are also interviewed independently in order to identify
potential evidence of coercion or other emotional issues that might exclude them
from participating.

After determination of ABO blood group compatibility with the potential recipi-
ent, potential donors undergo an anatomic and physiologic evaluation to determine
their suitability for donation, and to choose one donor to donate the right lower lobe,
and another for the left lower lobe. The evaluation includes a room air arterial blood
gas, spirometry, echocardiography, ventilation-perfusion (VQ) scan, and computed
tomography (CT) scan of the chest to exclude pulmonary pathology and to allow
volumetric assessment of the lobes being considered [10]. Considerable attention
must be paid to matching a given recipient with donor lobes that provide adequate
function and fit. Undersized lobes run the risk of providing inadequate pulmonary
reserve, as well as pleural space problems such as persistent air leaks, pleural ef-
fusions, and empyema. Oversized lungs run the risk of atelectasis with subsequent
pneumonia, decreased diaphragmatic excursion with poor ventilation, or compres-
sion of the contralateral side. Some centers use three-dimensional CT to determine
size compatibility of donor lobes and to predictpost-transplant graft forced vital ca-
pacity [11, 12]. The chest CT scan can also be used to identify anatomic features that
can be used to assist in choosing a donor for one side over another. These features
might include variations in pulmonary arterial or venous anatomy, or the degree of
completeness of the pulmonary fissures. Unilateral pathology, such as small granu-
lomas or blebs, or a history of previous thoracic surgery on one side does not neces-
sarily exclude individuals from donating a lower lobe from the contralateral side.

Operative Description

Bilateral living donor lung transplantation requires the simultaneous use of three
operating rooms and operative teams. The recipient operation is performed using
cardiopulmonary bypass. In order to minimize both cardiopulmonary bypass time
in the recipient as well as ischemic time of the donor lobes, the timing of the three
operations is coordinated so that the donor lobes become available when needed by
the recipient team. Unlike cadaveric transplantation, the donor teams are respon-
sible for the safety and well-being of the donors, who are both healthy and heroic,
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as well as for providing grafts that are anatomically and functionally transplantable.
Thus, the mindset of the living donor pulmonary surgeon must be one of balance
between donor safety and recipient outcome.

Donor Lobectomies

The technical aspects of donor lobectomies are significantly different from lobec-
tomies performed for cancer or other pathology. The donor surgeons must provide
the recipient surgeon with grafts containing bronchial and vascular cuffs that are
sufficient for surgical implantation using standard surgical anastomotic techniques.
At the same time, an adequate margin must be left on each donor side in order to
close the lobar bronchus, pulmonary artery, and pulmonary vein without compro-
mising the remaining lungs. Variations in pulmonary vascular and bronchial anato-
my, combined with varying degrees of completeness of the pulmonary fissures, can
make these procedures challenging. Great care is taken to handle and manipulate
the donor lobes as little as possible in order to avoid parenchymal injury that might
translate into pulmonary damage or dysfunction in the recipient.

After placement of an epidural catheter for postoperative analgesia, general an-
esthesia is induced and fiber-optic bronchoscopy performed to exclude bronchial
pathology or identify variations in bronchial anatomy. After placement of a double-
lumen endotracheal tube, donors are placed in the lateral decubitus position with the
operative side up. An intravenous drip of prostaglandin E, is initiated and titrated to
a systolic blood pressure of 90—100 mmHg in order to dilate the pulmonary vascular
bed. A lateral thoracotomy incision is made and the pleural space entered through
the fifth interspace. Though we usually start with a relatively small muscle-spar-
ing incision, it is sometimes necessary to enlarge the incision in order to minimize
handling of the lobe, as well as maximize safety when dissecting, transecting, and
repairing the pulmonary artery and vein. After deflating the lung with the double-
lumen endotracheal tube, the lung and pleural space are examined, and a time es-
timate forwarded to the recipient operating room. Using an atraumatic clamp on
the lung for retraction, the inferior pulmonary ligament is incised up to the inferior
pulmonary vein. The posterior mediastinal pleura is then incised from the inferior
hilum to just below the takeoff of the upper lobe bronchus. After making sure that
there are no branches draining either the middle or upper lobes into the inferior
pulmonary vein, the inferior vein is circumferentially dissected. Care is taken not
to manipulate or injure the phrenic nerve. The pericardium is then opened over the
anterior aspect of the inferior pulmonary vein, and then incised circumferentially
around the vein in order to maximize the amount of pulmonary venous cuff on the
donor lobe. In fact, providing a donor graft with a small amount of left atrial cuff
facilitates the venous anastomosis for the implanting surgeon. The pericardium will
frequently be adherent to the inferior aspect of the inferior pulmonary vein, mak-
ing dissection slightly more hazardous in that area. After this point, the dissections
of the donor right and left lower lobes differ enough as to require that they be de-
scribed separately.
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Donor Right Lower Lobectomy

After dissecting the inferior pulmonary vein, the pulmonary artery is identified in
the fissure between the middle and lower lobes. When the fissure between the mid-
dle and lower lobes is incomplete, the dissection is carried out on the middle lobe
side of the fissure in order to minimize postoperative air leaks in the recipient. The
pulmonary arterial trunk to the lower lobe is circumferentially dissected, identifying
the middle lobe arteries as well as the artery to the superior segment of the lower
lobe. The ideal anatomic configuration allows placement of a vascular clamp be-
low the middle lobe arteries and above the superior segment artery, with sufficient
margin to both close the donor artery as well as provide an adequate arterial cuff for
implantation. Early in our experience, we removed and discarded the middle lobe
in order to optimize the length of donor arterial cuff. This turned out to result not
only in postoperative pleural space problems but also in a waste of donor pulmonary
function. Since there are usually two arteries to the middle lobe, one of them can
frequently be ligated and transected without significant consequences. We have also
occasionally used either pericardial patch extension of the donor pulmonary artery
or reimplantation of the middle lobe arteries with good results in order to preserve
the middle lobe. It should be noted that the superior segment artery of the lower
lobe provides pulmonary arterial flow to a significant portion of the donor lobe, and
should be carefully identified and preserved when completing the fissure between
the right lower and right upper lobes.

Once the lobar dissection has been completed and it has been determined that the
recipient team is ready to receive the lobe, 10,000 units of heparin and 500 mg of
methylprednisolone are administered intravenously, and the lung is reinflated and
ventilated for 5—10 min to permit the drugs to circulate throughout the lung. During
this time, a separate sterile table is set up to receive and perfuse the lobe with pres-
ervation solution prior to transporting it into the recipient operating room.

The right lung is then deflated once again so that explantation of the donor lobe
can proceed. Once the pulmonary arterial and venous clamps are placed, initiat-
ing the graft ischemic time, the lobe is excised expeditiously but carefully and
accurately. A difference of as little as a millimeter in vascular or bronchial cuffs
can make a significant difference when implanting the donor lobe or closing the
vascular and bronchial cuffs on the donor. In order to avoid vascular congestion,
an angled vascular clamp is first placed across the donor pulmonary artery before
clamping the pulmonary vein. A larger vascular clamp is then placed across the
inferior pulmonary vein at the level of the left atrium. The inferior pulmonary vein
is then transected, leaving a 2-mm cuff on the donor side that can be safely sutured
once the lobe has been removed. Suction should be readily available to keep the
blood coming from the partially transected pulmonary vein from obscuring the
exposure, so that neither side of the transected vessel will be compromised. The
pulmonary artery is then transected in the same fashion, exposing the underlying
lobar bronchus.

After identifying the bronchus to the middle lobe, the bronchus to the lower lobe
is carefully divided (Fig. 5.2). A no. 15 scalpel is used to open the bronchus just
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Fig. 5.2 Dissection for donor right lower lobectomy. After transecting the pulmonary artery, a dia-
gonal incision is made across the bronchus to the right lower lobe, being careful not to compromise
the right middle lobe bronchus. RUL right upper lobe, RML right middle lobe, RLL right lower
lobe. (Reprinted from [13], Copyright 1994)

enough to visualize the inside of the airway, including the takeoff of the bronchus to
the superior segment. The remainder of the bronchus is then incised. The angle of
the bronchial incision is critical, providing enough bronchial cuff for implantation
without compromising the bronchus to the middle lobe. The lobe is then quickly
moved to the preservation table for perfusion and then transported to the recipient
operating room.

The stump of the donor pulmonary vein is repaired with a double running over-
sew stitch of 4-0 polypropylene. The pulmonary artery is repaired with a similar
double suture using 6-0 polypropylene. Recently, instead of clamping the pulmo-
nary artery and vein, we have had good results with occluding them with the TA-30
vascular stapler (Ethicon Inc.), and transecting those vessels on the graft side of the
staple line. This eliminates the need for suture closure of the vascular stumps once
the graft has been removed.
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After excising the cartilaginous spur at the takeoff of the middle lobe bronchus,
the donor bronchus is closed with interrupted 5-0 polypropylene sutures. Excising
the cartilaginous spur allows the bronchus to be closed without any tension on the
suture line. The pleural space is then irrigated with saline solution and the bronchial
stump tested to 30 mmHg with positive pressure ventilation. Two chest tubes are
closed and the chest closed in multiple layers.

Donor Left Lower Lobectomy

The initial steps of the donor left lower lobectomy, from positioning and incision
through the dissection of the inferior pulmonary vein, are similar as for the right
side. Whereas we have seen a more anatomical variation in pulmonary arterial
anatomy on the right side, the left donor lobectomy can be challenging due to an
incomplete fissure between the left upper and lower lobes, making the separation
of the lobes and the identification of the pulmonary artery more difficult. Once the
pulmonary artery is identified in the fissure, the superior segmental artery to the
lower lobe and anteriorly positioned lingular artery to the upper lobe are identified.
The lingular artery may be ligated and divided if it is relatively small and if its loca-
tion would preclude creating an adequate pulmonary arterial cuff on the donor graft.

After completing the vascular dissection and completing the fissures with sta-
plers, the lung is reinflated and heparin and methylprednisolone are administered.
The lung is then deflated, and the pulmonary artery to the lower lobe and inferior
pulmonary vein are then occluded with vascular clamps and divided in a fashion
similar to the right side (Fig. 5.3). Once the pulmonary artery is divided, the bron-
chus is exposed and followed superiorly in order to identify the lingular bronchus.
The incision on the bronchus begins at the base of the upper lobe bronchus and is
carried in a tangential fashion to a spot just superior to the bronchus of the superior
segment of the lower lobe. The donor left lower lobe graft is then immediately taken
to the preservation table and then either briefly stored in an ice-filled cooler or taken
to the recipient operating room for immediate implantation.

Donor Lobe Preservation

Because the donor lobes are harvested simultaneously with the recipient operation
at the same institution, ischemic times are shorter for living related lung transplanta-
tion when compared with cadaveric lung transplants where the donor is harvested
at a distant site. However, in situ flushing of the donor lobes with cold preserva-
tion solutions is not possible. This required a separate strategy for post-explantation
preservation of the donor lobes. As previously mentioned, a continuous intravenous
prostaglandin infusion is initiated at the beginning of the donor lobectomy opera-
tion. Once a donor lobe is excised, it is immediately taken to a separate sterile table
where it is immersed in a cold crystalloid solution. Care is taken to protect the solu-
tion from entering the lobar bronchus. The pulmonary artery, vein, and bronchus are
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Fig. 5.3 Clamp placement for transection of pulmonary artery on donor left lower lobectomy.
LUL left upper lobe, LLL left lower lobe. (Reprinted from [13], Copyright 1994)

handled with care. The lobar pulmonary artery trunk, which is short and branches
early, is cannulated and gently perfused with cold Perfadex (low potassium, dex-
tran, and glucose) solution. The bronchus is simultaneously cannulated and the lobe
ventilated, using a manometer to inflate the lobe to a pressure of 20-25 mmHg.
The lobe should quickly turn from pink to white and the pulmonary venous effluent
from bloody to clear as the lobe is flushed. Selective cannulation of a branch pul-
monary artery with a preservation solution or of a branch bronchus with a smaller
cannula may be necessary to ensure that all segments of the lobe are both ventilated
and perfused. We also routinely perfuse the lobe retrograde through the pulmonary
venous stump with 200-300 cc of Perfadex to assure that all parts of the lobe are
adequately preserved. Once approximately 1 L of Perfadex has been infused and
the entire lobe is homogeneously white, it is approximately 75 % inflated with the
endobronchial cannula. A small vascular clamp is then gently placed across the
bronchus as the cannula is quickly removed, and the partially inflated graft is placed
in a sterile bag filled with cold storage solution. The lobe is then transported to the
recipient operation room in an ice-filled cooler for implantation.
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Recipient Operation

The recipient operation takes place in a third operating room with the patient in
the supine position. The arms are carefully padded, extended, and abducted, and
secured to a frame over the face. A bilateral submammary incision (clamshell) is
made in the fourth interspace, and the sternum transected in a transverse fashion
with an oscillating saw. The internal mammary arteries and veins are identified
and carefully clipped or ligated. All recipient operations are performed on car-
diopulmonary bypass without cooling. This facilitates and expedites the recipi-
ent pneumonectomies, optimizes surgical exposure, and allows for simultaneous
reperfusion of both donor lobes. The pulmonary artery and veins are dissected
and, if possible, transected at the level of the lobar branches in the hilum of the
lungs. This allows the recipient surgeon the option of performing the vascu-
lar and bronchial anastomoses between the donor and lobar grafts, using donor
structures that more closely approximate the size of the donor lobes. After the
recipient pneumonectomies are completed, the pleural spaces are carefully in-
spected to achieve hemostasis, and then copiously irrigated with antibacterial
and antifungal solutions.

It is usually not important which donor lobe is implanted first. The lobe is
wrapped in iced, saline-soaked sponges and placed in the recipient pleural space
with its hilum aligned with the hilum of the recipient. The bronchial anastomosis
is performed using running 4-0 polypropylene sutures, aligning both donor and
recipient cartilaginous and membranous bronchi as much as possible (Fig. 5.4).
The lobar donor vein is then anastomosed to the superior pulmonary vein of the
recipient using a 5-0 polypropylene suture. The suture on the pulmonary venous
anastomosis is not tied so that the preservation perfusate can be allowed to escape
when initially reperfusing the grafts. The pulmonary artery anastomosis is then
performed, also with a 5-0 polypropylene suture. The first lobe to be implanted is
then rewrapped in iced sponges and the contralateral implantation performed in a
similar fashion.

After completing the bilateral implants, attention is focused on gently reper-
fusing the grafts. Continuous nitric oxide is initiated at 20 ppm via the anesthesia
circuit, as are intermittent doses of aerosolized bronchodilators. The pulmonary
venous clamps are removed, followed by the pulmonary arterial clamps. As the
lobes begin to reperfuse, the remaining perfusate is allowed to escape from the
pulmonary venous anastomoses before tying the sutures. The lungs are then gen-
tly inflated by hand bagging, and cardiopulmonary bypass weaned to half flow
for approximately 10 min. This regulates the amount of systemic and pulmo-
nary blood flow as the donor grafts are gently reperfused. The recipient is then
weaned from cardiopulmonary bypass, and the pulmonary venous flow evaluat-
ed with transesophageal echocardiography to assure patency of the venous anas-
tomoses. Bronchoscopy is then performed to remove secretions and to evaluate
the patency of the bronchial anastomoses. The recipient is decannulated and the
chest closed.
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Fig. 5.4 The recipient bronchial anastomosis. (Reprinted with permission from [1])

Postoperative Management

Donor Management

For the most part, donor management is focused on pain control, management of the
pleural space on the operative side, prevention of postoperative complications in-
cluding pulmonary emboli and wound infections, and emotional support. Continuous
epidural infusions under the supervision of the anesthesia pain service are the main-
stay of pain control. The epidural can be supplemented with nonsteroidal anti-inflam-
matory agents or oral narcotics as necessary. Epidural catheters are usually removed
when a donor’s pain is well controlled and the chest tubes have been removed.

Pleural tubes are initially maintained on a suction apparatus but are placed on
water seal and then removed when there is no air leak and daily drainage falls below
200 cc/day. Early in our experience, prolonged air leaks (>7 days) and pleural space
problems presented a challenge, especially when both the right middle and lower
lobes were removed due to anatomical issues. Prolonged air leaks have become un-
common as we learned to identify potential donors with complete fissures on chest
CT, and as we gained more experience with the donor operation.

Emotional support for donors is an important and potentially complicated aspect
of living donor lung transplantation. Though significant attention is focused on the
preoperative evaluation and education of donors, there is no sufficient way to de-
scribe the physical and potential emotional pain that can ensue. This is particularly
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true when the recipient has a complicated postoperative course, or when a donor’s
lobe functions poorly, gets infected, or develops rejection in the recipient. When this
occurs, a donor’s sense of altruism can easily be replaced by guilt. The most dreaded
scenario is when a recipient dies in the peri- or postoperative period, leaving the do-
nors to potentially feel as if they have endured significant pain and inconvenience in
vain. It is extremely important that a living donor lung transplant program be staffed
with social workers, psychologists, and psychiatrists who are prepared for the unique
emotional aspects of living donor transplantation. Furthermore, the entire transplant
team should be trained to be particularly sensitive to the potential for these issues.

Recipient Management

The pulmonary physiology and early postoperative management of living donor
lung transplant recipients is significantly different than for recipients who receive
bilateral whole lung cadaveric grafts. Because the pulmonary volumes and vascu-
lar beds of the combined transplanted lobes are significantly less than cadaveric
lungs, care must be taken to carefully control both ventilation and perfusion of
the transplanted lobes. Recipients remain sedated and on the ventilator for at least
48 h, with positive end-expiratory pressures maintained at no more than 5-10 cm
H,0. Because of the potential size mismatch between the donor lungs and recipient
pleural space, we have found that conventional chest tube suction at 20 cm H,O can
impair deflation of the transplanted lobes during expiration. This can result in air
trapping, increased airway pressures, and increased pulmonary vascular resistance.
These phenomena can be prevented by applying what is known at our institution
as the “chest tube dance” for the first 24 postoperative hours. Low-level suction
(10 cm H,0) is applied sequentially to each tube, rotating at 1-h intervals. When
suction is not being applied to a chest tube, it is placed to water seal. After 24 h,
all tubes are placed to suction that is gradually increased to 20 cm H,O over the
subsequent 48 h. Because the transplanted lobes may not completely fill the pleural
spaces, chest tube output and the need for prolonged drainage are not uncommon. It
is not unusual for chest tube drain to be maintained for 2—3 weeks.

The pulmonary vascular bed of the transplanted lobes is limited when compared
with cadaveric lungs. In order to prevent pulmonary edema secondary to overperfu-
sion, recipients are managed in a relatively hypovolemic state, with systemic blood
pressures in the range of 90 mmHg. An intravenous nitroglycerin infusion as well
as continuous aerosolized nitric oxide are administered for the first 48—72 h of the
postoperative period.

Immunosuppression, antibiotic therapy and prophylaxis, and follow-up in our
transplant clinic with imaging and pulmonary function testing are similar as for
standard cadaveric lung transplant recipients. Bronchoscopy is performed only
when clinically indicated by symptoms, changes on imaging, or a decrease in
spirometry. Because of the danger of significant parenchymal bleeding, we are
reluctant to do transbronchial biopsies unless absolutely necessary.
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Clinical Results

Since introducing bilateral living donor lung transplantation in 1992, we have
accumulated the largest experience with this procedure in the U.S. at the Uni-
versity of Southern California and Children’s Hospital Los Angeles, followed by
Washington University in St. Louis. The primary indication for transplantation
in the great majority of the patients in the U.S. has been cystic fibrosis, with the
remaining recipients having a variety of other diagnoses, including primary pul-
monary hypertension and pulmonary fibrosis. At the time of transplantation, many
of the patients were critically ill, with most being hospital bound and a significant
number being ventilator dependent. Overall, recipient survival in the US cohort
has matched that of the International Society for Heart and Lung Transplantation
(ISHLT) registry data. Deaths occurring within 30 days of transplantation have
been largely due to infection or primary graft failure. Deaths occurring between
30 days and 1 year after transplantation have usually been due to infectious etiolo-
gies. Deaths greater than 1 year after transplantation have been predominantly due
to infection or bronchiolitis obliterans syndrome. As opposed to cadaveric double
lung transplantation in which rejection almost always presents in a bilateral fash-
ion, rejection episodes in the lobar recipients have been predominantly unilateral.
There has been no clear pattern with regard to which lobe will be rejected based on
the preoperative human leukocyte antigen (HLA) donor—recipient match. Those
patients on ventilators preoperatively had significantly worse outcomes [7].

A study of postoperative pulmonary function testing has demonstrated a steady
improvement in pulmonary function in those recipients surviving greater than 3
months during the first 12 months post-transplant, which is comparable to cadaveric
lung transplant recipients. Maximum workloads at peak exercise, maximum heart
rates, peak VO,, and the ability to maintain oxygen saturation were also similar bet-
ween living lobar and cadaveric lung transplant recipients. Hemodynamic assess-
ment at 1-year follow-up in a subset of patients demonstrated normal pulmonary
arterial pressure and pulmonary vascular resistance, confirming the ability of two
lobes to accept a normal cardiac output [14].

With the adoption of the lung allocation score (LAS) system in the U.S. that
was instituted in the spring of 2005, the number of lung transplants utilizing living
donors steadily decreased over the ensuing 8 years to the point that this operation
is now performed only once or twice per year at our institution. However, during
the past 10 years, outside of the U.S., this procedure has played a significant role
in countries in which there are low rates of deceased donation due to cultural, re-
ligious, or legislative barriers to organ availability. Increasing numbers of centers
are performing the procedure, with Japan having the greatest annual volumes and
smaller activity in Brazil, Canada, China, and parts of Europe. The most recent
reports from Japan in a cohort of 100 transplants have yielded an excellent 5-year
recipient survival of 81 %, which equals or exceeds any other published survival
rates in the field of lung transplantation, regardless of the donor source [15].

With regard to the donors, short-term outcomes were studied by the Lung Work-
ing Group of the Vancouver Forum which compiled and published a retrospective
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review of 550 live lung donors, which constituted 98 % of the global experience
at that time. In that study, there was no reported perioperative mortality of a lung
donor. There were life-threatening complications in 0.5 % including intraoperative
ventricular fibrillation arrest and postoperative pulmonary artery thrombosis. The
mean length of the initial hospitalization following the lung lobectomy was 8.5
days. Approximately 4% experienced an intraoperative complication that included
ventricular fibrillation arrest, the necessity for right middle lobe sacrifice, the ne-
cessity for right middle lobe reimplantation, the necessity of nonautologous packed
red blood cell transfusion, and permanent phrenic nerve injury. Approximately 5%
experienced complications requiring surgical or bronchoscopic intervention. These
complications included bleeding, bronchopleural fistula, pleural effusion, empyema,
bronchial stricture, pericarditis requiring pericardiectomy, arrhythmias requiring ab-
lation, and chylothorax. As much as 2.6 % of the live lung donors were readmitted to
the hospital because of pneumothorax, arrhythmia, empyema, pericarditis, dyspnea,
pleural effusion, bronchial stricture, bronchopleural fistula, pneumonia, hemoptysis,
or dehydration. The long-term (defined as greater than 1 year) donor complaints,
which were not qualified or quantitated in that study, included chronic incisional
pain, dyspnea, pericarditis, and nonproductive cough [16].

In response to the lack of high-quality follow-up information, the National Insti-
tute of Allergy and Infectious Diseases (NIAID) is funding an ongoing study of the
majority of those individuals who were living lung donors in the U.S. from 1993 to
2006. Preliminary results were recently reported for the retrospective cohort study
that assessed short-term morbidity and mortality utilizing the Social Security Death
Master File and Scientific Registry of Transplant Recipients databases in 369 lobar
donors. A totalof 15.7 % had in-hospital postoperative complications and 6.5 % had
a related rehospitalization within 30 days after the donation hospitalization day of
discharge. There were no mortalities with a minimal follow-up of 4 years and a
maximum of 17 years [17]. The prospective cross-sectional study is currently un-
derway to assess the long-term lung function and psychosocial outcomes [18].

Conclusion

Bilateral living donor lung transplantation has evolved into an alternative to cadav-
eric lung transplantation for selected patients with end-stage pulmonary diseases,
and has been potentially lifesaving for hundreds who might have died while wait-
ing for transplantation with cadaveric donor lungs. The process of evaluating both
potential donors and recipients requires a multidisciplinary team with the capacity
to address ethical and psychosocial issues, in addition to the medical and surgical
issues commonly associated with lung transplantation. Though recipients receive
significantly less pulmonary reserve than with cadaveric whole lung transplanta-
tion, current results have proven to be adequate for most recipients. The living do-
nor lobectomy has proven to be safe and well tolerated by most donors, though the
truly long-term sequelae of being a living lung donor are currently being examined.
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Chapter 6
Live Donor Pancreas Transplantation

Miguel Tan

Introduction

The purpose of pancreas transplantation is to restore insulin independence in dia-
betic patients. Insulin independence allows for a radically improved lifestyle, par-
ticularly in those with life-threatening hypoglycemic unawareness. A properly func-
tioning pancreas transplant not only prevents further deterioration of native renal
function but can have a protective effect on a concurrent kidney transplant. In some
cases, secondary complications of diabetes, such as neuropathy and retinopathy, can
be arrested [1].

The pancreas was the first extrarenal organ to be transplanted from a living donor
(LD) in 1979 [2]. However, of the more than 20,000 pancreas transplants performed
since the advent of the procedure in the 1960s, less than 1% have come from live
donors [3, 4].

The lack of popularity of living pancreas donation can be attributed to the po-
tential morbidity of a distal pancreatectomy in an otherwise healthy donor, and the
higher technical failure rate compared to deceased donor transplants. In addition,
there is the fear of rendering the donor diabetic by reducing their pancreatic mass
[5]. In selected cases, however, LD pancreas transplantation may be an appropriate
option for highly sensitized recipients who are unlikely to receive a deceased donor
organ or uremic diabetics on the simultaneous pancreas—kidney (SPK) waiting list
with a particularly long expected waiting time.

Extended waiting time can be a significant issue for uremic diabetics. Diabetic
patients on dialysis have increased morbidity and mortality rates compared to non-
diabetics on dialysis. The 2- and 3-year mortality rates of diabetics on dialysis are
17 and 27%, respectively, compared to 7 to 8% and 11 to 14 % for nondiabetics
over the same period of time [6]. Four-year mortality of diabetics on dialysis ex-
ceeds 50 %.
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A rarity today, only a handful of LD pancreas transplants have been performed
in the last decade [7]. Historically, LD pancreas transplantation was seen as a way
to improve on the high rate of immunologic rejection seen in deceased donor pan-
creas transplant during the early era of the procedure. However, deceased donor
transplantation has improved so significantly over the last 20 years that there is
little need to resort to living donation in most cases. Nonetheless, the occasion does
arise when living pancreas donation should be considered. The remainder of this
chapter will focus on the indications, contraindications, workup, and outcomes of
the potential living pancreas donor.

Donor Considerations

The donor operation is a major consideration in performing LD pancreas trans-
plants. The pancreas procurement can be performed using open or laparoscopic
techniques. Although open donor distal pancreatectomy can be done safely and is
the more established procedure, it is associated with potentially significant postop-
erative morbidity associated with the bilateral subcostal incision. With the advent
of laparoscopic technology, there is an alternative. This has been demonstrated most
clearly with laparoscopic donor nephrectomy, which has rapidly become the proce-
dure of choice for kidney donation because of reduced hospital stay and more rapid
convalescence [7-9]. Cosmetically, it is more appealing to potential donors com-
pared to the traditional flank incision required for open nephrectomy. It is equiva-
lent to the open procedure in terms of donor safety and quality of allografts [9].
Consequently, laparoscopic techniques have rapidly been applied to other organ
systems including the pancreas. Laparoscopic distal pancreatectomies have been
described for the treatment of a variety of pathologic states and appear to be safe,
with the additional benefits of reduced hospital costs, decreased pain, and acceler-
ated postoperative recovery [10, 11].

Preoperative Donor Evaluation

Metabolic Workup

Because of the potential harm to an otherwise healthy donor, an extensive preop-
erative workup is essential. The goal is to ensure that the donor can safely undergo
donation as well as to ensure that the pancreatic remnant is sufficient to maintain
normal metabolic functions. All donors undergo an extensive multidisciplinary
evaluation that includes endocrinology, nephrology, cardiology, social services,
psychiatry, as well as transplant surgery consultation.
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Standard preoperative testing is performed to ensure the medical fitness of
the potential donor. This includes electrocardiography (EKG), chest radiography
(CXR), as well as biochemical profiles (hemogram, electrolytes, renal function,
liver function tests, coagulation profile, and lipid profile) and viral serologies (hepa-
titis B and C, human immunodeficiency virus (HIV), and cytomegalovirus (CMV)).
Panel reactive antibody (PRA) testing and ABO typing are also performed.

In addition, potential pancreas donors are considered only if they fit the follow-
ing biochemical criteria: body mass index (BMI) <27 kg/m?, insulin response to
glucose or arginine >300% of basal insulin, HbA1C <6 %, basal insulin fasting
levels <20 pmol/L, plasma glucose < 150 mg/L during a 75-g oral glucose tolerance
test, and a glucose disposal rate > 1 % during an intravenous glucose tolerance test.
In related donors, no other family members other than the recipient can be diabetic.
A genetically related donor (i.e., first-degree relative) should be at least 10 years
older than the time of onset of diabetes in the recipient. A history of pancreatic sur-
gery or other pancreatic disorders are also contraindicated. Furthermore, a history
of gestational diabetes and BMI greater than 27 kg/m? are considered contraindica-
tions to donation.

Radiologic Evaluation

Evaluation of the donor’s vascular anatomy is undertaken to determine suitability
for donation. Magnetic resonance angiography (MRA) is the modality of choice,
although computed tomography angiogram (CTA) is also acceptable. MRA ap-
pears to be as sensitive as angiography in detecting vascular abnormalities [9].
It is noninvasive in nature, parenchymal details can be visualized, and details of
venous anatomy can be seen (Figs. 6.1 and 6.2) [12]. Although angiography may
be better at detecting small luminal abnormalities, such as fibromuscular dyspla-
sia, it is associated with complications such as dye allergy, false aneurysms and
hematomas at the puncture site, and femoral artery thrombosis [13]. Although the
anatomy of the splenic vessels is less variable than the renal vessels, one should
try to visualize the takeoff of the splenic artery and the location of the confluence
of the splenic vein, inferior mesenteric vein (IMV), and superior mesenteric vein
(SMV), since the IMV can sometimes join the splenic vein very close to the portal
vein (PV). MRA also allows evaluation of the location and number of renal ves-
sels in the event that a simultaneous nephrectomy is to be done. The decision to
procure the left or right kidney is taken on a case-by-case basis and determined by
the number and location of accessory renal arteries. Our preference is to procure
the left kidney when possible because of the longer renal vein and subsequent ease
of dissection of the inferior margin of the pancreas once the upper pole of the left
kidney is dissected.
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Fig. 6.1 Magnetic resonance angiogram showing anatomy of the splenic and renal arteries.
(Reproduced with permission from Humar A, Khwaja KO, Sutherland DER. Pancreas transplanta-
tion. In: Humar A, Matus AJ, Payne WD, eds. Atlas of organ transplantation. New York; Springer;
2006)

Operative Considerations

The Donor Operation

Detailed discussion of the operative technique is beyond the scope of this discus-
sion. Procurement of the pancreas (and kidney, in the case of combined kidney—
pancreas transplant) may be performed using open or laparoscopic techniques. The
decision to perform one or the other is dependent on the surgical experience of the
center. Generally, the laparoscopic approach is preferred due to the superior cos-
metic outcome and more rapid convalescence of the donor.

In general, we try to preserve the spleen in order to prevent the potential immu-
nologic sequelae associated with a splenectomy, such as overwhelming postsple-
nectomy sepsis (OPSS). In a series of five laparoscopic donors at the University
of Minnesota [14], splenectomy was performed because of a nonviable spleen that
was recognized at the time of surgery. Based on the open donor pancreatectomy
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Fig. 6.2 Magnetic resonance angiogram showing anatomy of splenic vein and portal confluence.
(Reproduced with permission from Humar A, Khwaja KO, Sutherland DER. Pancreas transplanta-
tion. In: Humar A, Matus AJ, Payne WD, eds. Atlas of organ transplantation. New York; Springer;
2006)

data, there is an 8.5-25% rate of splenectomy [15, 16]. At the current stage of
evolution of this technique, we prefer the hand-assisted approach, because having
tactile feedback greatly facilitates safe dissection and partially overcomes the lack
of three-dimensional visualization inherent in laparoscopy.

Postoperative Care of the Donor

Postoperative care of the donor is similar to that of any patient undergoing major
abdominal surgery. A nasogastric tube is left in place until return of bowel function.
Hemoglobin, serum amylase, lipase, and glucose levels are followed serially. Per-
sistently elevated amylase and lipase levels suggest pancreatitis, a leak, or pseudo-
cyst formation. Persistent or severe left upper quadrant or left shoulder pain should
be evaluated with CT and **™Tc-sulfur-colloid scan of the spleen to assess splenic
viability. If the spleen appears infarcted, a splenectomy should be performed.
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Donor Outcomes

Open Donor Pancreatectomy

A retrospective study from the University of Minnesota from January 1978 to Au-
gust 2000 reviewed 115 open LD pancreas transplants: 51 pancreas transplant alone
(PTA), 32 pancreas after kidney (PAK), and 32 SPK [16]. There were no donor
mortalities. Donor complications can include hemorrhage, splenic infarct, abscess,
pancreatitis, and pseudocyst formation. Splenectomy was required in 8 % of donors.
A recent review documents a rate of splenectomy of 5—15% [17]. Pseudocysts oc-
curred in 10 % and percutaneous drainage was necessary in 60 %. Within the subset
of SPK donors, 20% required perioperative blood transfusions. Two donors re-
quired percutaneous drainage of a noninfected peripancreatic fluid collection [18].
The median donor age was 44 years (range 26—49). The median operative time was
6.9 hours with a median length of stay of 8 days (range 6-24) [16].

Long-term follow-up was possible in 67 patients. The remaining 48 could not be
located, refused to participate, lived outside of the U.S., or were deceased. Ten do-
nors had abnormal HbA 1¢ levels. Three of them required insulin > 6 years postoper-
atively. One of these donors had a history of gestational diabetes. The other two had
predonation BMI>27 kg/m* Consequently, gestational diabetes and elevated BMI
are now considered contraindications to donation. Hyperglycemia, however, may
have occurred secondary to development of type 2 diabetes. Since 1996, all donors
have maintained normal HbA1c levels (4.9-6.2 %) following these guidelines [16].

Laparoscopic Donor Pancreatectomy

From March 1999 to August 2003, five laparoscopic pancreatectomies were per-
formed at the University of Minnesota [ 14]. The mean donor age was 48.4 years+8.7
with a BMI of 23.7 kg/m?>+3.0. The mean length of surgery for PTA donors was
4.5+0.13 hours and for SPK donors, 7.94+0.38 hours. Mean blood loss was 330
mL+228. Once the learning curve has been overcome, however, the laparoscopic
approach may actually have shorter operative times, as less dissection is required
compared to the open technique. In two of the SPK cases, the donor surgical team
had to wait 1.5-2 hours for the recipient team to receive the organs, thus prolonging
the operative time for the donor. One splenectomy had to be performed at the time
of the donor surgery for a nonviable spleen. No pancreatic leaks or pancreatitis was
observed. The average serum glucose was 112 mg/dL+11.7 upon discharge. The
amylase and lipase on discharge were 72.2 U/L+26.3 and 67.2 U/L+34.0, respec-
tively. None of the donors have required oral antidiabetic medications or insulin.
At 3 years follow-up, the mean postoperative HbAlc was 5.7%+0.2. One donor
refused biochemical follow-up. Postoperative stay for the laparoscopic donors was
8 days+2. No obvious statistical advantage was observed in terms of decreased
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Fig. 6.3 Surgical incisions

3 weeks post laparoscopic
distal pancreatectomy and left
nephrectomy. a Gelport site;
b 12-mm camera port site;

¢ 12-mm instrument port site.
(Reproduced with permission
from Humar A, Khwaja KO,
Sutherland DER. Pancreas
transplantation. In: Humar A,
Matus AJ, Payne WD, eds.
Atlas of organ transplanta-
tion. New York; Springer;
2006)

hospital stay. However, based on the first handful of laparoscopic cases performed,
this may be a function of over-vigilance on the part of the treating team as tends to
occur with new procedures. Certainly, in laparoscopic nephrectomy, the advantages
of reduced hospital stay and earlier postoperative recovery have been demonstrated
[19, 20]. All the donors have reported that they are back to their preoperative state
of health and working. Satisfaction was high in terms of cosmetic result because the
donor operation can be performed through a relatively small midline incision and
only two trocar sites (Fig. 6.3).

Recipient Outcomes

LD pancreas recipient survival rates were 93 and 90 % at 1 and 5 years, respectively.
In the pretacrolimus epoch, technically successful PTA and PAK recipients had a
graft survival rate of 68 and 50 %, respectively. The immunologic advantage of LD
pancreas transplants, at that time, was clear. Only 13 % of LD pancreas recipients
had graft loss secondary to rejection, whereas 41% of cadaver organ recipients
lost their grafts from rejection [16]. In the current immunosuppressive era, this dif-
ference hardly exists owing to modern drug regimens (tacrolimus, mycophenolate
mofetil), improved operative techniques, and aggressive postoperative anticoagula-
tion. Consequently, although solitary LD pancreas transplants are still performed,
the focus is primarily on SPK donors in order to address the shortage of cadaver
organs in this subset of pancreas transplant recipients.

Thirty-two open LD SPK transplants were performed at the University of Min-
nesota from 1994 to 2000 [16]. Patient and kidney graft survival was 100% at
1 year. Pancreas allograft survival was 87 %. This compares favorably to current
cadaver SPK transplant data that demonstrates 84 % 1-year survival for pancreas
grafts and 90 % kidney allograft survival [21]. This marked improvement in patient
and graft survival, compared to our series of LD PTA and PAK transplants before
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1994, may be attributed to improved immunosuppression, routine postoperative
anticoagulation (perioperative low-dose heparin and long-term aspirin), and better
infection prophylaxis (e.g., gancyclovir) [16].

Recipient Outcomes with Laparoscopic Donor Pancreatectomy

With laparoscopically procured pancreases, patient and kidney graft survival is
100 %, with 100% pancreas graft survival at 3-year follow-up [14]. One patient
required intermittent subcutaneous insulin postoperatively due to steroids. Once
steroids were weaned, insulin requirements ceased. One of five recipients had three
episodes of acute rejection that was reversed with steroids and antibody therapy.
Four recipients had exocrine bladder drainage; one had enteric drainage. Two re-
cipients had a leak at the duodenocystostomy, and three of five recipients had an
intra-abdominal infection.

Conclusion

Although rarely performed, LD pancreas transplantation should be considered in
certain difficult-to-transplant diabetic patients and should be in the armamentarium
of high-volume pancreas transplant centers with the appropriate expertise.

While the number of available cadaver pancreases currently exceeds the num-
ber of pancreas transplants performed each year [22], the waiting list for diabetics
awaiting transplantation is growing by more than 15 % annually [16]. In the subset
of patients awaiting both a pancreas and kidney transplant, the wait time can be
lengthy depending on the region of the country. Approximately 6 % of these patients
die while waiting for an SPK [23]. Compared to patients with nondiabetes-related
end-stage renal disease (ESRD), fewer diabetics receive kidney transplants, with
a 2- and 3-year mortality rate of dialyzed diabetics at 17 and 27 %, respectively
[6]. The rationale, therefore, of LD pancreas transplantation, especially LD SPK
transplants, is to allow for timely transplantation of high PRA recipients who are
unlikely to receive a cadaver graft and to decrease the morbidity and mortality of
diabetics on the waiting list.

Although the morbidity and prolonged postoperative recovery on the part of a
potential pancreas donor have been a hindrance toward wider acceptance of LD
pancreas transplants, use of laparoscopic techniques may make this procedure more
appealing. Laparoscopic pancreatectomy appears to be safe, with minimal morbid-
ity and recipient outcomes equivalent or better compared to open techniques of dis-
tal donor pancreatectomy. Donor satisfaction is also high in terms of postoperative
cosmetic results.
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Future Trends

Currently, more institutions are performing robotic-assisted laparoscopic donor ne-
phrectomy. The viability and safety of this modality have been demonstrated in
this context [24, 25]. In the future, this may represent the next step in the evolution
of laparoscopic donor pancreatectomy because of its advantages over traditional
laparoscopic equipment, including better control of fine movements afforded by
articulating instruments, as well as elimination of tremor and three-dimensional
visualization, which overcomes the lack of depth perception inherent in standard
laparoscopic monitors.
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Part 11
Living Donor Advocacy



Chapter 7
The History of Living Donor Advocacy
in Living Donor Transplantation

Talia B. Baker and Helen G. Spicer

People need to be reminded more often than they need to be
instructed.

Samuel Johnson, English poet (1709-1784)

In this chapter, we will provide a historical review of the dynamics that have formed
the concept of advocacy for living donors. Webster’s definition of an advocate is
one who pleads the cause of another and it has its roots in the Latin word advoca-
tus, to summon for counsel [1]. We use the terms “donor advocate” and “advocacy
process” interchangeably. These terms include the tasks of ensuring that the donor
is able to understand the information and also include exploring the issues by ques-
tioning the understanding of information to test the validity of a decision in an effort
to improve the quality of the decision made. These concepts are relevant to kidney
as well as extrarenal donation (including living donor liver, lung, intestinal, and
pancreas transplants).

We will discuss the landmarks that shaped the past and current thinking in efforts
to develop organ transplantation. The major challenges were rejection and suitable
organ availability. Transplantation was an unprecedented and unique field in that it
depended entirely on the availability of human organs for replacement.

In 1954, the successful transplant of identical twins in Boston proved the feasi-
bility of the surgical procedure for kidney transplant. The ability to find a geneti-
cally identical living donor provided the basis for understanding and modulating
the immunology of the transplant. It also began to set up the standards for informed
consent for living donors and the necessity for a multidisciplinary team with specific
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members assigned to the donor’s care. The ethical psychosocial review in this case
set the framework for the discussions that would ultimately be developed into the
process of donor advocacy. This included discussions of workup, perioperative and
after care of any potential living donor [2].

The decade of the 1960s was remarkable for the development of the tools needed
to support the expansion of kidney transplantation from identical twins as donor
sources to include human leukocyte antigen (HLA)-mismatched living donors and
deceased donors. These efforts included advances in organ preservation, tissue typ-
ing, medication discoveries, and organizational efforts to allocate deceased donor
organs. It also began to consider measures to improve the collection and review of
clinical information that would lead to improving and prolonging human life.

The decade of the 1970s was marked by the development and expansion of de-
ceased donor kidney transplants, specifically. There were legislative efforts to pro-
mote organ donation and use in all types of organ replacements. The ultimate goal,
many believed, was to not depend on living donors who would have to be exposed
to excessive risk. Unfortunately, however, at the end of the decade there was a view
that this may not be a reasonable endeavor, as living donor kidneys seemed to have
significantly superior long-term graft survival as compared to matched deceased
donors.

The decade of the 1980s started with a major scientific discovery of the drug
cyclosporine. The discovery of this novel immunosuppressant changed the land-
scape of transplantation, both of renal and of extrarenal organs [3]. Deceased donor
kidney transplant 1-year success rates improved from 50 to 89% [4]. With this
improved graft survival, however, the transplant community was suddenly faced
with a shortage of deceased donor organs. This, in turn, created a need for a central
distribution system for the available organs. Living donation emerged as an impor-
tant and essential means to provide the needed organs.

The decade of the 1990s brought an increase in the general understanding and
distribution of knowledge for improving organ survival and patient survival. There
were many efforts to increase the use of all deceased donor organs, including ex-
panding the acceptance criteria for both donors and candidates for organ transplant.
The gap in the need for organs continued to be filled with living donation, now
including living donor transplantation of liver, lung, and intestines. There were
concomitant developments in novel complex protocols to reduce the incidence of
rejection in highly sensitized patients. By the end of the decade, one in five organs
transplanted were from living donors. In 1999, the National Kidney Foundation
launched their End the Wait campaign. One goal was to increase the use of living
donors in a preemptive kidney transplant scenario [5].

The last decade was a time to take stock of the current status of living donor
care. The transplant societies published many consensus papers indentifying best
practices in the care of the living donor. The concept of living donor teams and an
independent living donor advocate was emerging. The living donor care provider
is identified among multiple disciplines and is in the process of developing into a
subspecialty. In 2010, the American Foundation for Donation and Transplantation
(former South-Eastern Organ Procurement Foundation, SEOPF) began offering
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training programs for living donor team members. In 2012, The American Society
of Transplantation organized a community of practice for the living donor team
members. Furthermore, several unfortunate and highly publicized donor deaths at-
tracted the attention of the regulatory agencies. This resulted in regulations at the
federal level and, in some cases, at the state level that mandated the inclusion of
living donor advocates and living donor teams.

Currently, the role of the living donor advocate is coded into Centers for Medi-
care & Medicaid Services (CMS) regulations. The Department of Health and Hu-
man Services Centers for Medicare and Medicaid Services issued the Conditions of
Participation for Organ Transplant programs to be in effect from June, 2007.

The regulations that define the role and responsibility of the living donor advo-
cate are listed in Appendix 7.1, at the end of this chapter.

Kidney transplant from a living donor was first performed successfully in 1954,
marking the beginning of the modern era for transplantation. It is instructive to re-
view in detail the social and political contexts that preceded and followed this event.
This is a story of the American entrepreneurial spirit that fosters innovation. Once
the processes mature, they are recommended for standardization as the best prac-
tices and from there they are brought forward to be codified by regulators for com-
pliance. This is clearly the direction that health care is taking as we move to develop
accountable care organizations in an effort to define appropriate care for specific
disease states and the limits to this care. Transplantation as a discipline, therefore,
offers a 50-year history that can help inform our current health care debates.

1947-1959

To fully understand the unique set of forces that led to the development of trans-
plantation in America, it is necessary to begin in the years after World War II. There
were many medical discoveries that were seeds to medical advances that occurred
in the next two decades. The American cultural changes were rapid and equally
dramatic. The role of the physician, the entrepreneurial spirit that was encouraged in
the use of public funds for medical research, the coverage of medical care, the right
to the understanding of medical procedures—risks and benefits—and the concept
of right to health care in the midst of national political debate on the role of govern-
ment regulations provide a uniquely American story [6].

At the end of World War 11, several clinical discoveries were influential in devel-
oping kidney transplantation. Dr. Wilhelm Kolff developed the hemodialysis tech-
nology during his confinement by the Germans during World War II [2]. Dr. Peter
Medawar worked out details on first and second set reactive antibodies that began the
science of immunology and the pharmacology of immunosuppressant medications.

In the book, Surgery of the Soul: Reflections on a Curious Career, Dr. Joseph
Murray details the issues that were addressed in the early days of the experimental
years of developing the clinical reality of kidney transplantation. The success of
the deceased donor transplant was not possible. This had been demonstrated by
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the understanding of the body’s innate ability to reject foreign protein. It had been
known that skin grafts from identical twins would not reject. Therefore, it made
sense that the beginning of the experiment of kidney transplantation would require
an identical twin pair.

This created the immediate ethical dilemma: “First, do no harm.” The balance
between doing well and having to outweigh the potential harm was at the core of
medical ethics. The only way to perform a living donor kidney transplant was to
obtain a kidney from a suitable living person. There was clearly no medical gain for
the donor while the potential for harm was significant.

The story of the living donor transplant at the Brigham and Women’s Hospital is
an appropriate starting point for the understanding of the origins of donor advocacy
in transplant care.

Ronald and Richard Herrick were twins. Ronald’s brother was diagnosed with
glomerulonephritis at age 21. He was admitted to Peter Bent Brigham Hospital in
October, 1954. He was disoriented and extremely uncooperative. The psychiatrist
noted in the chart “Impression: toxic psychosis reaction superimposed on paranoid
personality....I feel the patient will recover from his psychosis with the use of medi-
cations and the removal of toxic agents by dialysis” [2].

Dr. Murray relates the processes required to ensure that they were indeed identi-
cal twins. This included fingerprinting, genetic testing, and, finally, reciprocal skin
grafting. The skin grafts showed no signs of rejection after 4 weeks. This was proof
of the genetic identity [2].

Before offering the option of transplantation to Richard, Ronald, and their family,
the medical and surgical team consulted experienced physicians inside and outside
the University, clergy of all denominations, and legal counsel. Dr. Murray describes
several meetings with the family to review the details of preparations for surgery,
anesthesia, surgical procedure, possible complications, and anticipated results of
the transplant. There were several meetings over time. The family was encouraged
to ask any question [2].

Ronald, the identical twin donor, relates: “I had heard of such things, but they
seemed to be in the realm of science fiction.” He describes feeling excitement as
well as fear. The thought of being cut open and having an organ removed was, in
his words, “shocking” [2]. Henry Fox, Chief of Psychiatry, noted, “I think we have
to be careful not to be too much swayed by our eagerness to carry out a kidney
transplant successfully for the first time...seems to be whether we as physicians
have the right to put the healthy twin under the pressure of being asked whether he
is willing to make this sacrifice. I do not feel that we have this right in view of the
potential danger to the healthy twin as well as the uncertainty of the outcome for
this patient” [2].

At the last preoperative family conference, Ronald asked whether the hospital
would assume responsibility for his health care for the rest of his life. Dr. Harrison
(the donor surgeon) replied, “Of course not.” However, he immediately followed
this declaration with a question: “Ronald, do you think anyone in this room would
ever refuse you care if you needed help?” Ronald paused, and then realized that
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his future health care depended upon our own sense of professional responsibility
rather than on legal assurances [2].

The processes described within the account by Dr. Murray set up the profes-
sional standards that represent the donor advocacy functions that have been coded
into regulations today.

1. There was a team approach to the care of the donor and the recipient.

2. There were multiple meetings with the entire family to outline in detail the pro-
cedures and potential outcomes. The donor was present to hear about the reality
of the success of this procedure for the recipient.

. There were psychiatric evaluations for both the donor and the recipient.

4. There were ethical discussions related to the risk to the donor and whether it was

right to ask him to take this risk.

5. The donor was able to seek counsel from team members, some of whom agreed
and some who did not.

6. There was a separate medical and surgical team for the donor and the recipient.
The donor and recipient surgeons were in communication in the operating room.
They viewed this process as a continuum: from the donor removal to the recipi-
ent implantation, a well-orchestrated procedure that would ensure the success of
the procedure. Every detail was important.

7. The final note is the long-term follow-up of the living donor: Who would not be
willing to care for the donor if he needed care?

W

This account of the deliberations and the issue of long-term care for the donor are
relevant to our 2013 professional and regulatory debates.

1960-1969

This decade’s theme song could be Bob Dylan’s “the times they are a changing.”
The election of John F. Kennedy signaled a country embarking on changes in every
aspect of American life. Under the Kennedy and later under the Johnson adminis-
trations, there was an array of political and social changes. The passage of Medi-
care health care coverage in 1965 for those over 65 provided the first steps toward
greater access to health care coverage for all citizens.

The success of the identical twin transplants and the public support of the au-
tonomy for medical research set the stage for the remarkable acceleration of key
advances in the necessary components for the treatment of end-stage kidney disease
in the decade of the 1960s.

At the beginning of this decade, kidney failure was a terminal disease. By the end
of the decade, there was the demonstrated ability to provide chronic dialysis, suc-
cess with living donor and deceased donor transplants, kidney preservation pumps,
beginning of immunology, use of cytotoxic crossmatching to identify donors, and
use of medications to control rejection. However, there was no way to take this from
research to routine practice without a way to pay for the care. Health care financing
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was provided in several ways. There was care provided by public health research
grants given to specific centers involved in research projects. Labor unions, other
fraternal organizations, charitable organizations that assisted in initial funding, and
the rise of Blue Cross and Blue Shield provided care for those employed. The Vet-
erans Benefits Administration provided care for those who had military service [6].

1970-1979

The major achievement in this decade was funding a system to support kidney di-
alysis and transplantation. Nixon was elected president in 1968. America was a
divided nation. The war in Vietnam had taken center stage as a major issue to be
resolved. In addition, the cost of health care was continuing to rise.

Professional organizations were developed in support of dialysis and transplan-
tation. The Southeastern Regional Organ Procurement Program (SEROPP) was
founded in 1969 by Dr. David Hume, Chief of Surgery at Medical College of Vir-
ginia in Richmond, and Dr. Bernard Amos, Director of Immunology Laboratory at
Duke University. Their interest in testing the utility of tissue typing in conjunction
with organ allocation attracted other centers to join. Johns Hopkins and the Uni-
versity of Virginia were followed by five other centers from Washington, DC, to
Georgia. The organization became SEOPF. The initial funding was provided by a
grant from the Public Health Service [7].

At the national level, hearings were convened by the Department of Health,
Education and Welfare to obtain input from transplant surgeons concerning the So-
cial Security Act of 1972. This act, later signed into law, established the End-Stage
Renal Disease (ESRD) Program. The hearings offered a way to provide the care
required for ESRD. Shep Glazer’s testimony while receiving hemodialysis noted
issues of lack of funding, which resulted in the death of individuals because they
had to stop dialysis. Patients’ request was for payment to cover the cost of dialysis,
kidney transplantation, and organ procurement for deceased donors and live dona-
tion [3].

Public financing was proposed via Medicare entitlement. The inclusion of kid-
ney transplant offered a way to reduce the cost of this chronic disease, as the kidney
transplant would allow the recipient to recover and return to gainful employment
and therefore not require Medicare funding for the treatment [8].

This funding was approved and became available in 1973. It supported the con-
tinued growth of the ESRD care. This reinforced the belief that lobbying for a spe-
cific disease had more opportunity for success [6].

The American Society of Transplant Surgeons had their first meeting in 1974.
At the fourth annual meeting in 1978, there were 29 transplant programs with fel-
lowship training. There were five pharmaceutical companies acknowledged as sup-
porting the meeting. Two presentations of interest noted the difficulties faced in this
decade.
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In a single-center study from the University of Minnesota, a review of the 2-year
patient and graft survival in 767 kidney transplants performed between January 1,
1968 and September 1, 1977 clearly demonstrated the superior results of HLA-
identical sibling into a nondiabetic recipient at 98 % patient survival and 92 % graft
survival compared to the diabetic sibling at 87 and 86 %, respectively. The living
donor organs were noted as being from related donors. The data demonstrated that
the better the HLA matching the better the outcome. The cadaveric transplants had
graft function noted from a high of 60% to a low of 36 %. It was noted that in a
nondiabetic recipient of age 50 years or greater, the survival can be increased from
47% with a cadaveric graft to 90 % if the kidney is from a living related child [9].

The second paper was an analysis of the cost of renal transplant. This was a re-
sponse to a paper in the New England Journal of Medicine that suggested that the
cost reduction from dialysis might be at the expense of decreased life expectancy.
The paper reviewed 446 transplants performed at the University of California, San
Francisco, between September 1972 and August 1976. The outcomes for the liv-
ing related donor were 100% at 1 year and 98 % at 2 years. The average length of
hospital stay was 21 days for a living donor recipient and 23 days for a cadaveric
recipient. The costs were US$6,340 for cadaveric and US$7,495 for living donor,
respectively. The conclusion was that the patient survival and the actual cost of care
clearly constitute a way to reduce the cost of the medical expenditures [10].

This decade has the recipient of a living donor as the patient with the most prom-
ise of success. The donors were selected from within family units. The many eli-
gible patients without a living donor felt they were better off on dialysis [3].

At the end of the decade, in a paper published in Transplant Proceeding, March
1979, Dr. Melvin Williams noted the discouraging survival rates in kidney trans-
plantation. He noted that, in the field of transplant, there was a unique situation in
which the technical prowess of the surgeon had no relationship to graft survival. He
outlined the lessons learned during the decade and noted that HLA testing held the
key to success with living donors. The key was to find out the immunological pro-
cesses that would improve cadaveric transplants. An additional goal was to improve
patient and graft survival beyond 3 years [11].

1980-1989

The discovery of cyclosporine ushered in the modern era of transplantation. The re-
searchers at Sandoz were on a routine review for antibiotics and anti-cancer agents
[3]. In the beginning of 1970, they increased this effort, investigating 20 new agents
per week. A fungus sample was brought in by a Sandoz researcher from a holiday
visit to Scandinavia in 1970. By the end of 1973, the immunosuppressant effects
of the sample were demonstrated. Sandoz was hoping to develop drugs to assist
in the treatment of inflammatory diseases. They named the drug cyclosporine, as
it was found in a spore and contained a cyclical peptide. The drug was approved
by the Food and Drug Administration (FDA) in 1983 and was rapidly adopted by
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transplant centers [3]. There was a learning curve in the use of this drug. There was
a rapid development of protocols that allowed for the decrease in the amount of
drug by combining previous immunosuppression agents, including prednisone and
Imuran.

The success rates also were evident in the extrarenal organ transplants. The liver
and heart transplant programs were able to provide more patients with a successful
transplant. However, there was no organized system for organ allocation or pay-
ment for these “experimental” procedures [3, 12].

The Department of Health and Human Services (DHHS) expressed concern over
the lack of a system to evaluate emerging medical technologies. During this hear-
ing, the kidney transplant community noted that the lack of suitable kidneys for
transplantation had not gotten this attention because the kidney was not viewed as a
life-saving organ: “However this is the plight of many thousands of patients waiting
at 150 transplant hospitals over the past decade...” [13].

Mel Williams, MD, noted that the shortage was likely to be based on lack of ad-
equate systems for organ procurement as well as negative public attitudes to organ
donation [14].

Transplant procurement coordinators noted the never-ending struggle to educate
the hospital nursing staff and physicians in the care of potential donors. There did
not seem to be an understanding of the plight of those awaiting a transplant [14].

C. Everett Koop, MD, Surgeon General, representing the view of President
Ronald Reagan, stated that the DHHS would assist a private sector in organizing
systems to address the problem: “I would like to keep away from regulatory sug-
gestions and offer an educational alternative to improve organ donation” [14, 15].

Public Law 98-507, “The National Transplantation Act” (1984), provided the
basis for the Organ Procurement Transplant Network (OPTN). The SEOPF was
awarded the bid as a private vendor to supply the requirements of the government
contract, what is known today as the United Network for Organ Sharing (UNOS).
This created the structure for rapid development of the organ allocation systems for
each organ based on established principles and clinical research.

In the era of improved graft survival with deceased donor transplants, there were
statements by some programs that the use of living donation would decline. There
were centers that would only use living donors if there was a decided advantage
in long-term results such as HLA-identical siblings. In a paper published in 1986
entitled, “The Living Kidney Donor Alive and Well,” Aaron Spital, MD, noted that
improvement in the access to dialysis and the results of cadaveric transplants had
changed the view of risk vs. benefit for living donation. In a report of a survey of
52% of the transplant programs in the U.S., all centers reported the use of living
donors. Sixteen percent used unrelated donors, and 40 % stated that they would al-
low spouses to donate. In their report, they noted there were other advantages to the
use of the living donor, including immunological conditioning and logistical plan-
ning. The review of reasons for a willing donor to be disqualified included a large
percentage of reasons of immunological incompatibility. This could be remedied by
a living donor exchange program. In conclusion, there was support of the continued



7 The History of Living Donor Advocacy in Living Donor Transplantation 111

use of living donors as the data continued to endorse the long-term success obtained
by their use [16].

The decade ended with living donors supplying 20 % of the total kidney trans-
plants. Liver transplant noted 2 out of 2,202 transplants from living donor sources
(UNOS/OPTN data).

1990-1999

Bill Clinton was elected president in 1993 and served until 2001. The implementa-
tion of the landmark legislation that created the OPTN proved controversial, es-
pecially among the liver transplant centers. As the work groups strived to create
objective measures to allocate the available livers, there were changes in access to
the organs. Local interests were evident in the arguments to allow the allocation to
remain in the local area before being shared beyond the local boundaries. There was
further lobby from the federal government. Al Gore, then Vice President, had dis-
agreed with the original plan to keep control in the private sector [17]. The outcome
of this discussion became known as the Final Rule. This gave guidance to the efforts
to improve allocation to a larger geographical area [18].

The effort to increase the organ donation rate resulted in impressive gains. The
rate of donation rose from 13,140 at the end of 1989 to 22,026 at the end of 1999.
This was a 67.6% increase. The living donor number increased as well: kidney,
from 1,903 at the beginning of 1990 to 4,721 in 1999; a 148 % increase. This proved
to be an answer to the organ shortage for this life-saving surgery.

The use of living donors to supplement the need for transplant was growing.
The acceptance of spousal and nonrelated donation increased based on data from
the Terasaki registry, noting that living unrelated donors had graft survivals equal
to one haplotype siblings. This was an improvement over the cadaveric donor [19].

The search to improve the morbidity of postoperative recovery for the living do-
nor resulted in the development of the laparoscopic approach to donor nephrectomy
pioneered by Dr. Lloyd Ratner [20]. This approach was adopted by centers with
expertise in minimally invasive surgical techniques and it eventually replaced open
nephrectomy as standard of care. This dramatically improved the recovery time and
length of stay for the donor.

20002013

The use of living donors was increasing. In 1998, there were 4,545 living kidney
donors. This represented one out of five donors for all transplants [21]. A consensus
conference sponsored by grants from the National Kidney Foundation, American So-
ciety of Transplantation, American Society of Transplant Surgeons, American Society
of Nephrology, the UNOS, and the National Institutes of Health was organized in June
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2000. The notice on the National Kidney Foundation’s website remarked that living
donor transplants are a fast-growing trend in the U.S., which raises serious medical
and psychosocial questions and concerns. The conference featured analysis, debate,
and consensus development, with the goal of maximizing the opportunity for success-
ful transplantation. A consensus statement on the live organ donor was published in
the Journal of the American Medical Association, December 2000. In the introduc-
tion to the paper, the authors noted the increase in the use of live donors for renal and
extrarenal organs. This need was based on the continued shortage of cadaver organs.
As part of the recommendations to ensure informed consent and voluntary decision,
an “independent advocate whose only focus is the best interest of the patient” was
deemed a necessary member of the evaluation team. In addition, there was a recom-
mendation for a separate medical team for the donors [22]. This report has been the
basis of many subsequent consensus reports as well as being encoded into regulations.

On the political front, “HHS Secretary Donna E. Shalala announced creation of
an Advisory Committee on Organ Transplantation (ACOT) to strengthen scientific,
medical and public involvement in the department’s oversight of transplantation
policy. In particular, the new committee will provide independent review and ad-
vice to HHS concerning revised organ allocation policies being developed by the
nation’s transplantation network. It was noted that the new committee, to be formed
this fall, was recommended by the Institute of Medicine (IOM) in a report mandated
by Congress in 1998 [23].

In 2002, ACOT made the following recommendations to the HHS related to liv-
ing donation to improve safety:

Recommendation 1 That the following ethical principles and informed consent
standards be implemented for all living donors.
The person who gives consent to becoming a live organ donor must be:

» Competent (possessing decision making capacity)

» Willing to donate

* Free from coercion

* Maedically and psychosocially suitable

» Fully informed of the risks and benefits as a donor

» Fully informed of the risks, benefits, and alternative treatment available to the
recipient

Recommendation 2 Each institution that performs living donor transplantation
should provide an independent donor advocate to ensure that the informed consent
standards and ethical principles described above are applied to the practice of all
live organ donor transplantation.

Recommendation 3 A database of health outcomes for all live donors should be
established and funded through and under the auspices of the U.S. Department of
Health and Human Services.

Recommendation 4 A serious consideration should be given to the establishment
of a separate resource center for living donors and their families.
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Recommendation 5 The present preference in OPTN allocation policy—given to
prior living organ donors who subsequently need a kidney—should be extended so
that any living organ donor would be given preference as a candidate for any organ
transplant, should one be needed [24].

In 2002, a tragic death of a living liver donor at Mt. Sinai Hospital in New York her-
alded a change in the public attitude toward living donation and the postoperative care.

This resulted in a detailed report entitled “New York State Committee on Quality
Improvement in Living Liver Donation, A Report to: New York State Transplant
Council and New York State Department of Health December 2002.” This docu-
ment outlined the role of an independent living donor team [25].

There were additional consensus conferences organized with a different focus on
the evaluation and management of the living donor:

2004—The Consensus Statement of the Amsterdam Forum on the Care of the
Live Kidney Donor. This report detailed the medical evaluation of the living kidney
donor. The goal was to have this adopted as an international standard [26].

2006—The Ethics Statement of the Vancouver Forum on the Live Lung, Liver,
Pancreas, and Intestine Donor [27].

2008—The Declaration of Istanbul was published in response to the World
Health Assembly urging that member states take measures to protect the poor and
vulnerable from transplant tourism and to address the wider problem of internation-
al trafficking of human organs and tissues. The inclusion of these issues as pertains
to donor protection and donor rights has certainly added to and broadened the role
of the independent donor advocate [14].

Conclusion

We believe that it is essential to develop a living donor team that uniquely serves the
needs of the living donors through all phases of the donation experience. There is an
increasing necessity to identify testing, follow-up care, and long-term monitoring of
every living donor. The requirement of a transplant center where living donations
are performed to provide a donor advocate as an integral part of the care in selection
as well as after care is unquestionable. The role of the living donor will certainly
continue to evolve and requires active and ongoing commitment and research

Appendix 7.1

Center for Medicare and Medicaid

Standard: living donor selection
The living donor selection criteria must be consistent with the general principles
of medical ethics. Transplant centers must carry out the following procedures.
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Ensure That a Prospective Living Donor Receives a Medical
and Psychosocial Evaluation Prior to Donation

Instructions to the surveyor:

For a center that performs living donor transplants, verify that the transplant pro-
gram’s policy requires that prior to donation the prospective living donor receives
a medical and psychosocial evaluation that is completely independent of the recipi-
ent evaluation. An independent evaluation requires that the transplant recipient (or
other individuals vested in the recipient’s transplant) may not be present during the
donor’s psychosocial and medical evaluation. The donor and recipient evaluations
must be filed in respective individual medical records and must not be dually docu-
mented in both medical records.

The transplant program’s policy is expected to: (1) indicate the length of time
in which the medical and psychosocial evaluations are deemed to be current; (2)
identify the type of qualified health care professional(s) who may complete these
evaluations; and (3) include the follow-up and referral procedures if a living donor
requires such activities.

The post-June 28, 2007, sample of living donor medical records to verify that the
psychosocial and medical evaluations were completed independently from the evalu-
ations of the transplant recipient: were done within the time frame established by the
program’s policy; completed prior to the donation; and performed by the person(s)
identified in the transplant program’s policy as qualified to conduct such evaluations.

The medical evaluation is expected to address not only the living donor’s medi-
cal suitability for donation, but also any of the donor’s health issues that would
be affected by the donation: for example, if the donor were taking any medica-
tions treating an existing condition and this medication regimen would have to be
stopped or altered for any period of time following the donation.

While the transplant program has flexibility in the specific psychosocial tool to
be used, the psychosocial evaluation is expected to be completed and to be focused
on the individual’s suitability for donation. It is expected that a psychosocial evalu-
ation of this nature would address the following:

. Social, personal, housing, vocational, financial, and environmental supports

. Coping abilities and strategies

. Understanding of the risks of donation

. Ability to adhere to a therapeutic regimen

. Mental health history, including substance or alcohol use or abuse and how it
may impact the donor following the donation

I Y

Document in the Living Donor’s Medical Records the Living Donor’s
Suitability for Donation

Instructions to the surveyor:
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Review the sample of living donor medical records to verify that each donor’s
suitability for donation is documented. At a minimum, the surveyor will verify that
there was a discussion by the multidisciplinary team (which would include the in-
dependent living donor advocate) of the relevant findings of the medical and psy-
chosocial evaluations and the impact of those findings on the donor’s suitability for
donation.

If the multidisciplinary team has a meeting to discuss the donor’s suitability for
donation, this would comply with the requirements of the regulation. If there is not
an actual meeting by the multidisciplinary team, then there must be evidence in the
medical record and/or other documentation that there is a formal process for all
members of the multidisciplinary team to raise concerns and discuss any issues that
they may have regarding the donor’s suitability.

This process must be managed such that:

1. There is clear written evidence that multidisciplinary team members have
reviewed, discussed, and are aware of one another’s concerns about the donor’s
suitability.

2. There is a process for the members of the multidisciplinary team to register their
agreement/disagreement regarding the donor’s suitability.

Document that the Living Donor has Given Informed Consent, as Required
Under § 482.102

Instructions to the surveyor:

The medical record should provide evidence that the living donor has provided
consent and that it is informed consent. “Informed consent” generally means the
individual participates in his or her health care decision-making through a process
which: (1) provides information about the decision and procedures, alternatives,
risks, relevant uncertainties, benefits, and other pertinent information; (2) is pro-
vided to the individual in a manner suitable for comprehension; (3) includes an
assessment by the informing practitioner that the person understands and can articu-
late this understanding; and (4) that there is voluntary consent by the living donor.

The surveyor should review the documentation in the medical record that de-
scribes the completed informed consent process and review all dated and witnessed
forms signed by the living donor.

Regulations Developed by the OPTN

In bylaw Appendix B attachment 1. XIII, D.,2, a, vi related to staff required for the
transplant program that performs living donor surgery:

... the center has an independent donor advocate (IDA) who is not involved
with the potential recipient evaluation, is independent of the decision to transplant
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the potential recipient and, consistent with the IDA protocol referred to below, is a
knowledgeable advocate for the potential living donor. The goals of the IDA are:

1. To promote the best interests of the potential living donor

2. To advocate the rights of the potential living donor

3. To assist the potential living donor in obtaining and understanding information
regarding the:

(a) Consent process

(b) Evaluation process

(c) Surgical procedure

(d) Benefit and need for follow-up
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Introduction

The inadequate supply of organs in the U.S. and other countries continues to drive
the need for living donor transplantation [1]. Although living donor surgeries have
been performed since the 1950s, it was not until 2000 that representatives from
the transplant community convened for a meeting on living donation to develop a
consensus statement to promote the welfare of living donors [2]. As a part of the
consensus statement, it was recommended that transplant centers retain an indepen-
dent living donor advocate (ILDA) whose primary focus be on the best interest of
the donor [2].

The two primary governing bodies of transplantation include the Department
of Health and Human Services (DHHS) and the United Network for Organ Shar-
ing (UNOS). After the consensus statement was published in 2000, the DHHS and
UNOS began to develop guidelines for the qualifications, professional boundaries,
and practices of the ILDA [3, 4]. Similar to other medical specialties who evaluate
transplant candidates and living donors, the guidelines developed by these organiza-
tions provided a broad interpretation of the role of the ILDA.

Although the DHHS and UNOS have similar guidelines for the ILDA, the or-
ganizations emphasized different aspects of the role. For example, the DHHS in-
cluded guidelines that ILDAs’ responsibilities were to (1) ensure the protection of
current and prospective living donors; (2) be knowledgeable about living organ
donation, transplantation, medical ethics, and the informed consent process; (3) not
be involved in transplantation activities on a routine basis; and (4) represent and
advise the donor, protect and promote the interests of the donor, respect the donor’s
decision, and ensure that the donor’s decision is informed and free of coercion [3].

Similarly, the UNOS included in their bylaws, the same year that all transplant
centers must have, an ILDA who is (1) not involved with potential recipient evalu-
ation on a routine basis; (2) independent of the decision to transplant the potential
recipient; and (3) a knowledgeable advocate for the potential living donor [4]. Ac-
cording to the UNOS, the responsibilities of the ILDA are to advocate for potential
living donors; promote their best interests; and to assist the potential living donor
in obtaining and understanding the consent and evaluation process, surgical proce-
dures, and the benefit and need for postsurgical follow-up [4].

Despite the requirements set forth by the DHHS and the UNOS, and the costs
of ILDAs to medical centers (approximately US$ 9 million annually) [3], the so-
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ciodemographic characteristics, selection and training, and clinical practices of
ILDAs are not well understood. As a result, our team aimed to better understand
the ILDASs’ background, professional boundaries, clinical responsibilities, and how
ethical challenges encountered by ILDAs are managed.

The study that was conducted was a survey of ILDAs across transplant centers per-
forming living donor surgeries in the U.S.. Each of the 201 transplant centers in the U.S.
that perform living donor surgeries was contacted to identify the ILDA at their center.
The survey included 63 quantitative and qualitative items that queried the ILDA with
regard to sociodemographic information (e.g., age, gender, and education), roles and
responsibilities (e.g., number of hours worked and timing of contact with donors), and
ethical challenges associated with living donor advocacy (e.g., descriptions of when
the ILDA felt as though the donor was being pressured or coerced). For greater details
regarding the design and methods of the study, please refer to the original paper [5].

The findings of this study suggest that there is a marked variability in the so-
ciodemographic characteristics, definition of the role of the ILDA, the clinical prac-
tice of ILDAs, and how ILDAs manage ethically challenging issues associated with
living donation. A wide range of educational backgrounds, including those with
less than high school diploma to professional degrees (MDs/PhDs), were reported,
however, the majority of ILDAs reported having a Bachelor’s or Master’s degree
and were trained as either nurses or social workers. A small percentage of ILDAs
(2%) were from ethnic or racial minority backgrounds, which reflects the disparity
also observed of transplant candidates and donors.

The position of the ILDA is quite recent, and many of the ILDAs were appointed
by the transplant team and were often someone whom the team worked with in
some capacity prior to becoming the ILDA (e.g., social worker or nurse; Fig. 8.1).
Depending on the size of the transplant center, the ILDA role is sometimes com-
bined with another role of the living donor team, most often a social worker or
nurse. Approximately 53 % of ILDAs perform a second role within transplant.

The definition of the “independent” living donor advocate has been previously
debated [6]. The findings of this survey suggested that ILDAs themselves may have
many definitions regarding the term “independent” as it refers to their role as an
ILDA. Figure 8.2 depicts the responses the ILDAs reported when queried about the
definition of “independence” as it refers to their role as the [ILDA.

According to the governing bodies of Center for Medicare and Medicaid services
(CMS) and UNOS, the role of the ILDA includes both “advocating” and “protecting”
the donor. It is unclear at this time if an ILDA can necessarily perform both of these
tasks. With regard to the ILDA advocating and protecting the donor, the ILDAs were
queried about how they would proceed with regard to the following scenario:

How would you proceed if you felt that the donor having surgery would be detrimen-
tal to their physical or psychological well-being, but (1) this had been explained to the
donor in detail and the donor understood the potential consequences; (2) the donor has been
approved to proceed with surgery by the medical and psychosocial team members; and (3)
the donor wants to proceed with surgery despite the potential risks?

We found that 29 % of ILDAs responded that they would document their concerns
but would “approve” the donor for surgery (“advocate” for the donor). However,



122 J. L. Steel et al.
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Requested by the transplant director, chief, administrator

Assigned the role as part of other duties

Applied for the position

Inherited position from prior ILDA

Volunteered

Requested by my supervisor (non-transplant)

Created the role

Recommended by colleague

Fig. 8.1 Percentage of ILDAs reporting how they were selected as an ILDA at their transplant
center

the majority of ILDAs reported that they would document their concerns and “not
approve” the donor for surgery (51 %; “protect” the donor). The remaining ILDAs
(20%) had a variety of responses, including not being aware they were involved in
the selection process (see Chap. 22 for further discussion regarding the dilemma of
advocating versus protecting).

Most would agree that the primary responsibilities of the ILDA are to confirm
that the donor (1) is willing to donate; (2) is competent to donate; (3) is not under
any undue pressure or coercion to donate; (4) is not being compensated to donate;
and (5) understands the informed consent process including the medical, psychoso-
cial, and financial risks of donation. Further, the ILDAs were queried about any is-
sues they have had when evaluating the potential donors for competency. The ILDA

10 20 30 40 50 60

- O

Do not evaluate candidates
Not a transplant or hospital employee
Not a member of the candidate or living donor team
Serve as a resource for donors
Advocate for donors
Make independent recommendations regarding...
Unbiased party for donor
Ensure the donor is medically, psychologically,..
Do not attend selection committee meetings
Not supervised by anyone from transplant program
Promote the best interest of the donor
Ensure the protection and rights of donors
Facilitate decision making for donor
Does not "cover" for other staff
Perform duties without undue influence from...
No vested interest in the surgery
Independent in my title only
Responsible for my own professional standards

Fig. 8.2 Percentage of ILDAs reporting their definition of “independent”
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Table 8.1 Examples when the ILDA declined a donor for issues concerning competency to donate

A belief that risks did not apply to the donor because of God protecting him absolutely

A donor who had a ninth-grade education, unstable home life, although temporarily living
with a girlfriend, wanted to donate to a friend. It was not clear if the donor was just trying to
please his friend and if he totally understood informed consent process

Donor with an extensive alcohol abuse history and who had served a prison sentence. Poor
historian, her stories did not match up between the team members. She did not seem to
understand the process and we excluded her from donation

A donor who stated that he had not read any of the donation education information but he had
signed and returned an agreement of understanding. My assessment was that I was not sure
he could read and/or he lacked ability to understand the material. Patient was ruled out for
medical reasons but I would have recommended neuropsychological assessment if he had
been able to proceed with evaluation

We had a donor who was a relative and had suffered traumatic brain injury in a motor vehicle
accident. We did the regular evaluation with a complete psychiatric evaluation as to cogni-
tion and competency. It was determined that this person was capable of making decision
regarding surgery

I had one case where a potential donor was a foreign national visiting the recipient and my
initial interview needed to be interpreted by the donor’s wife on the spot due to time being
limited. I had no way of knowing if the translation was accurate or not. I did get the sense
that the donor truly wanted to help his friend and understood there were some risks always
involved with surgery

Donor was donating to his cousin, with whom he resided and who was providing financial support
to the donor (who was not working at the time). Donor reported a history of special education
courses in school. Donor did not appear to understand any of the medical aspects of surgery
or the long-term implications of his decision. He had limited knowledge of his own personal
finances (e.g., did not know if he had health insurance) and appeared generally cognitively
impaired. Donation was advised against. The cousin later called and yelled at the coordinators,
who subsequently requested a reevaluation. A more in-depth psychological and cognitive evalu-
ation was completed, which revealed borderline intellectual functioning of the donor

I evaluated a donor under 20 years of age developmentally disabled man who wanted to donate
a kidney to his sister. His family was in full support, and I believe that he was quite close to
his sister. Although he was fairly high functioning in some ways, I did not fully believe that
he understood all of the risks and benefits or that he could make a decision without the influ-
ence of his very involved family

Younger sibling was to donate to older, more successful sibling. Donor was on a very low devel-
opmental level and was not able to articulate or describe the risks that would be faced. This
donor just kept repeating again and again, “I am not being pressured, I am not being paid.”
The donor was not even able to understand the evaluation or results or the work-up process

A woman once called me and wanted to be a donor for her mother. During the entire telephone
interview, the potential donor’s mother was in the background responding to questions.
When I asked a question, the mother would answer and she would repeat that answer to me.
The donor was on disability, but could not explain to me why donor was disabled. She said
that it was from “when I was a little girl” but could not name the disorder. When I asked her
who her MD was, she gave me a name and told me she took “little black and yellow pills”

may not formally assess the donor’s competency but may refer a donor for further
neuropsychological or psychiatric evaluation for concerns regarding competency.
The ILDAs described several examples in which they may decline a donor for sur-
gery due to issues of competency and understanding of the information consent
process (Table 8.1).
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50 60

Trained by a member of the transplant team
Other (see below)*

Attended lectures or workshops concerning living...
Reviewed the research literature concerning living...
Reviewed of CMS and UNOS policies

Reviewed literature regarding transplant and...
Received little or no training

Attended training course and/or checklists
Received bioethics training

Involved in the National Kidney Foundation ILDA...

Fig. 8.3 Percentage of ILDAs reporting how they were trained as an ILDA. Other ILDAs serve
on ethics or selection committee, own research and writing, consult with other health care profes-
sionals, learned from patients and families

Since the inception of this position in 2007, no formal training for ILDAs has
existed. Many of the ILDAs, when queried as a part of this survey, stated that they
had received training from a variety of sources and the type and duration of training
varied greatly among ILDAs (Fig. 8.3).

As the field of living donation and the guidelines and requirements set forth by
the DHHS and UNOS continue to evolve, formal training and continuing education
are recommended. Because of the diversity of professional backgrounds of ILDAs,
it may be a challenge to identify a common forum (e.g., professional meeting) for
training and continuing education. The development of written and/or web-based
educational materials for ILDAs could be an approach that would facilitate consis-
tency in knowledge and practices of ILDAs.

With regard to ILDA practices, approximately half of the ILDAs combined the
ILDA evaluation with other responsibilities (e.g., psychosocial, medical, or nurs-
ing evaluation). The advantages of combining the ILDA evaluation include a more
comprehensive understanding of the donor and family dynamics, which in turn can
facilitate the decision-making process regarding the donors’ suitability for surgery.
Disadvantages may include the ILDA’s role becoming diffuse and unable to “ad-
vocate” for the donor if she/he believes that there is a psychosocial, financial, or
medical contraindication for surgery secondary to their other role.

The educational information the donor receives may be important in his or her
decision to proceed with surgery and therefore materials developed by and vet-
ted through health care professionals should be provided to donors rather than in-
formation developed by individuals including ILDAs. The ILDAs who provided
educational information to donors reported that only a small percentage (20 %) of
materials were developed by UNOS or other national organizations related to trans-
plantation and vetted through health care professionals working in transplantation.
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With regard to the ILDA’s practices, the majority of ILDAs reported attending
multidisciplinary selection committee meetings in which donor, and sometimes trans-
plant, candidates were discussed. The consensus statement published in 2000 sug-
gested that the ILDA should have the power to “veto” the surgery [1]. It is clear from
the findings of this study that a minority of ILDAs have the power to “veto” the sur-
gery, while some ILDAs were not even aware that this was an option for them. If the
ILDA is a part of the selection process, the ILDA may be obligated to disclose to the
medical team(s), the reasons for recommending against surgery, both verbally and as
part of the donor’s medical record. It is unlikely that the donor candidates are aware
that information disclosed to the ILDA will be shared with the transplant team(s) and
possibly with other health care professionals who may have access to their medical
records. If ILDAs are involved in the selection process, this should be included in the
informed consent process so that the donors are aware that the information disclosed
to the ILDA may be shared with other health care professionals. If members of both
the donor and candidate transplant teams are present at the selection committee meet-
ings, and the ILDA discloses information discussed with the donor, there may be an
increased risk of the donor’s confidentiality being breached to family members and/or
recipients through members of the candidate team.

As part of the survey, we queried ILDAs regarding reasons provided for declin-
ing donors for surgery (Fig. 8.4). Although declining donors for surgery with regard
to specific ILDA-related reasons was rare, it was observed that some ILDAs would
decline a donor for reasons that may not be associated with the role of the ILDA
(e.g., psychiatric diagnosis and medical reasons).

LaPointe Rudow and colleagues suggested that ILDAs be involved in both the
short- and long-term follow-up of living donors; however, this may have fiscal im-
plications for the transplant and/or medical center supporting the ILDAs [7]. At
least for some donors, long-term follow-up by the ILDA may be recommended,
particularly for those who experienced medical, psychosocial, or financial com-
plications surrounding donation; loss of their loved one during or shortly after the

Other (e.g., age, motivations) .
Coercion
Psychiatric diagnosis
Poor understanding of risks
Lack of support or family issues
Medical reasons
Low socioeconomic status
Substance use
Donor fear or uncertinty
Suspected compensation
Cognitive or intellectual functioning

Fig. 8.4 Percentage of ILDAs reporting the reasons for declining donors for surgery
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transplant; or when the donor may be facing a new medical diagnosis as a result of
the donor evaluation process (e.g., cancer and Hepatitis C).

One of the most controversial areas in living donation is “valuable consider-
ation” [8—10]. The role of the ILDA is to ascertain if a donor is receiving compensa-
tion for their organ and to inform the donor of the law associated with valuable con-
sideration. The National Organ Transplantation Act (NOTA, P.L. 98-507) permits
living and deceased organ donation but prohibits the sale of organs. Section 301 of
NOTA specifically prohibits the exchange of valuable consideration (money or the
equivalent) for organs [11]. Valuable consideration “does not include the reason-
able payments 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 connec-
tion with the donation of the organ.” [10] The penalty for such a violation is “a fine
not more than $50,000 or imprisonment not more than five years, or both.” [11]
Because of the potential consequences to the donor for being compensated for the
donation of their organ, the ILDA’s understanding of this law is important to help
guide the donor. However, before the donor can understand this law, the ILDA must
also understand this law to be able to appropriately inform donors. As part of the
survey, we queried ILDA with regard to how they would respond to hypothetical
scenarios that may or may not involve valuable consideration (Table 8.2).

The ILDAs were also asked to describe some of the problems or controversies
that they experienced in their role as the ILDA (Fig. 8.5). As the field of living dona-
tion continues to evolve as well as the role of the ILDA, attention should be given
to the difficulties ILDAs may encounter in their positions. Development of methods
to resolve such disagreements between the ILDAs and the transplant team would
provide the ILDAs with autonomy and the ability to protect and advocate for the
living donors (See Chap. 15 for further details). A national ombudsman appointed
through the DHHS or UNOS could be available for ILDAs who are not able to re-
solve conflicts at their transplant center.

The ILDA were also asked to provide examples where they had observed pres-
sure and/or coercion of the donor by the candidate or the medical team. The ILDAs
provided the examples presented in Table 8.3. Although the donor likely experi-
ences a degree of pressure or obligation as a family member or friend, the role of the
ILDA is to ascertain if the donor is experiencing undue pressure or coercion from
the candidate, candidate’s family, or medical team.

By nature of the position, the ILDA experiences not only ethical challenges as
described earlier (e.g., compensation for donation and advocate versus protection
of donor) but also other ethical issues such as the examples described in Table 8.4.

This survey identified marked variability in the position and practice of the
ILDA in transplant centers. Although practice variability exists in all disciplines,
many professions have practice guidelines to provide a minimum standard. Prac-
tice guidelines are often recommended for legal and regulatory issues, consumer
and/or public benefit (e.g., improved service delivery, avoiding harm to the pa-
tient, and decreasing disparities in underserved or vulnerable populations), and
for professional guidance (e.g., risk management issues and advances in practice).
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JELICRPARIBDLN oo BNl Scenarios considered “acceptable” by the ILDAs rc
hypothetical scenarios 1

Receiving financial assistance from the transplant 7.
candidate (or candidate’s family) for the flight,
to be evaluated for donation or for the surgery

Receiving financial assistance from the transplant ~ 47.1
candidate (or candidate’s family) for unemploy-
ment benefits lost while recovering from surgery

Receiving financial assistance from the transplant 64.7
candidate (or candidate’s family) for wages lost
while recovering from surgery

If the transplant candidate is an employer and 353
the donor is the employee, the donor receives
from the candidate, time off for the surgery and
recovery with pay

Receiving financial assistance from the transplant 2.9
candidate (or candidate’s family) for a vacation
with the candidate’s family

Receiving financial assistance from the trans- 85.3
plant candidate (or candidate’s family) for the
expenses for lodging and food while being
evaluated for donation or surgery

Receiving financial assistance from the transplant 41.2
candidate (or candidate’s family) to cover the
mortgage/rent, car payment, and utilities while
recovering from surgery

Receiving financial assistance up to US$ 5,000 253
from the transplant candidate (or candidate’s
family) for expenses related to the donation

Receiving financial assistance from the transplant 2.9
candidate (or candidate’s family) for the donor’s
discretion

ILDA independent living donor advocate

Consensus reached by ILOA and team

Have not experienced disagreement

Ethics/complicance committee or psychiatrist consulted
Recommend meeting with the donor again and/or further research
ILOA has final decision

The team members vote

Team captain or director or transplant makes the final decision
The ILOA abides by transplant rules so no disagreement

Consult with transplant administrator

If team cannot agree the surgery does not occur

Ethics committee and then VPMA/CMO consulted

Fig. 8.5 Percentage of ILDAS reporting the methods used to resolve disagreements between the
transplant team and ILDA
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Table 8.3 Examples that the ILDA provided with regard to instances of pressure/coercion from

the candidate or medical teams
Pressure from the transplant candidate

Donor came forward to donate a kidney to an immediate family member. Before surgery took
place, donor reported that the recipient was calling her everyday demanding that donor
donate a kidney. Recipient also lied to donor about risks and recovery time

A woman who had known her boss for a long time, were friends, and she felt obligated to give
her kidney. He gave her a bonus out the blue, gave her all time off whenever she wanted and
treated her differently from the team

A donor candidate who was under the age of 25 and a veteran with PTSD whose father expects
him to donate, cannot let his father down. The father got very angry when we turned down
his son’s application to donate

I had the donor tell me that the recipient was forcing him to do it. He did not want to proceed.
“How could we get him out of this?”” We told the recipient that he was not a suitable candi-
date without giving any details

Younger sibling was pushed to donate when the older sibling was screened as unsuitable.
Donor was told by the family that she was the only one who could donate

Pressure from the medical team

The transplant team tells the donor that this was the recipients’ only option

Not emphasizing “opt outs” or “medical outs”

When the health of the recipient or the wait on the list for a cadaveric donor is mentioned regularly

Donor is unwilling but feels responsible or guilty if he/she did not agree to proceed

Demanding the left kidney when the donor team only approves the right kidney secondary to
risk and or complexity

Team not listening to donor’s verbal and/or nonverbal cues

I do not really ever see any pressure on the donor from the medical team(s); just pressure on me
detected by frequent calls to reverse my decision

Either subtle or direct suggestions about which family or friends would be the most ideal donors

If the team is making multiple phone calls to a potential donor who has not continued the
evaluation. If a recipient physician urges the potential donor team to expedite the evaluation

Pressing forward with donation in the face of objections from team members. Suggesting to
someone directly that he/she would make a good donor

When there is a need for a specific type of blood/tissue or if it has been a long time since we
have had approvals.

When deep concerns from living donor advocate or social worker are overlooked by the trans-
plant team

PTSD post-traumatic stress disorder

Without such practice guidelines, there is a possibility that donors (and indirectly,
candidates) may be negatively affected through the screening and/or selection
process. The ILDA’s decisions can have a significant impact on a donor (e.g., fel-
ony charge for valuable consideration) and/or the transplant candidate (e.g., can-
didate death). Even though the evaluation of living donors is a multidisciplinary
process, the development of uniform practice guidelines for ILDAs is critical for
decreasing potential disparities, particularly if the ILDA has “veto” power, as was
evidenced by some ILDAs.
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Table 8.4 Examples of ethical challenges reported by the LDAs

Donor with developmental disorders, the family wants the donor to proceed although donor
advocate is concerned if the donor can provide informed consent

Donor with drug and alcohol issues but the medical committee wants to proceed with surgery

Donor who recently attempted suicide but the transplant candidate and team wanted donor to
proceed with surgery

A donor who is under 18 years of age donating to her child

Donor wanting other surgical interventions (hernia repair) during donation surgery

Donors found candidate on the Internet/Facebook

Transplant candidate was HIV positive but had not disclosed HIV status to donor

Donors who do not have health insurance coverage

Donors diagnosed with serious illness such as pancreatic or breast cancer and have no insurance
Misattributed paternity

Physician with end-stage organ disease soliciting his patients for organ donation

An ILDA being pressured by the team to approve someone who the he/she strongly believes is
not acceptable. This is usually in the form of pressure from the surgeon that is handed down
to the coordinators, which is then passed on to the ILDA

Protecting privacy of donors when recipients try to insert themselves into donor evaluations/care

Supporting and educating donors who know that their recipients are not eligible for deceased
donor transplants and are deemed “living” donor only candidates

Supporting and educating donors who suspect that their recipients are not being truthful about
the progression of their disease, nonadherence, or other treatment options

Introduction/facilitation of meetings between nondirected donors and their recipients
Transplant candidate paying third party to find a donor

Foreign immigrant with citizenship, returned to native country, found a wife willing to donate
organ, brought her back to the U.S. to be tested (prior to getting married)

Donors who come from other countries and admit they have no access to follow-up care in
their country of origin

Unemployed and no source of income

Donor with a diagnosis of bipolar disorder, which was untreated and the desire to donate was
likely related to symptoms of grandiosity

Need for ongoing psychotropic medications

Responded to an ad in a bar for a donor. Donor was an unemployed drifter with no visible plan
for after care

Young donor to older candidate (60-year difference between donor and candidate)

Convicted of felony, wanting to donate without job or insurance
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Chapter 9
The Independent Donor Advocate
and the Independent Donor Advocate Team

Dianne LaPointe Rudow

Introduction

Critical shortages of deceased organ donors have resulted in the need for liv-
ing donors to be utilized for solid organ transplant. Federal regulations require
transplant programs to appoint an independent living donor advocate (ILDA) to
ensure safe evaluation and care of live donors [1]. The Organ Procurement and
Transplant Network (OPTN) requires that the living kidney donor recovery hospital
provides an ILDA who is not involved with the potential recipient evaluation and
is independent of the decision to transplant the potential recipient [2]. Operational-
izing the role of the ILDA varies across transplant programs. This includes debates
regarding whether the ILDA should be an individual or a team of advocates.

Individual ILDA Versus the Team Approach

Commonly, a transplant program will appoint one person to serve in the role of the
ILDA. This person can be someone from the transplant team already involved in
the donor care but relieved of recipient care, such as the live donor social worker
or physician, or it can be a person outside the transplant team whose sole role is to
advocate for the donor. Steel et al. found significant variation in types of profes-
sionals functioning as advocates among programs across the U.S. [3] (Table 9.1).
Additionally, when the ILDA intervened, how integrated they are within the donor
team, the role, and how much autonomy vary and can result in different levels of ad-
vocacy. The professional background of a specific ILDA may also affect the scope
and implementation of the role for that advocate. According to OPTN, the ILDA
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Table 9.1 Professions Nurse
performing the role of Social worker
independent live donor Clergy
advocate (ILDA) in the U.S. Psychology
Adapted from [3] Other

Table 9.2 Pros and cons of
the independent live donor
advocate team

Benefits of the team approach

Expertise in different aspects of donation
Discussion may ensure sound reasoning

Improves education through repetition and questions
Increased resource for improved care

Benefits of the individual approach

Minimizes donor time during evaluation

Team appointments may be difficult to coordinate

Team has added expense, smaller programs may not be able to
justify expense

must promote the best interests of the potential living donor, advocate for the rights
of the potential donor, and assist the potential donor in obtaining and understanding
information [2]. This may be difficult to achieve if an ILDA has one interview at
one instance in time during the evaluation period and is not involved in discussions
regarding the donor candidacy. In practice, this should be done by all hospital per-
sonnel evaluating and caring for the potential live donor; hence, the concept of the
independent live donor advocate team (ILDT). Live donor specialists acknowledge
that a donor matures through the process and his or her understanding and desire to
donate can change over time [4]. Additionally, risks and benefits of donation vary
from individual donor to donor. An ILDT working together to evaluate, educate,
and advocate for a potential donor may ultimately result in an informed choice to
proceed or not.

Benefits of an ILDT

With a team approach to the ILDA role, all who are involved in the evaluation and
management of potential and actual live donors have a primary role to care for the
donor. They are “independent” of recipient care (or intended recipient care) and de-
cisions are not influenced by recipient needs. Table 9.2 summarizes the benefits of
a team approach to advocacy. A significant benefit of an ILDT is that each member
comes from different disciplines and brings his/her own area of expertise and per-
sonal experiences to the team and may interpret a donor’s questions and responses
differently. Their interactions with the donor vary based on these variables, and a
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potential donor may be more candid or bond more with one advocate versus anoth-
er. The roles and responsibilities of each team member should be delineated ahead
of time to maintain appropriate boundaries, avoid conflict, and send a consistent
message to the potential donor. The ILDT has expertise in different aspects of dona-
tion and transplant; however, to be successful, it is crucial that all understand the
end-stage organ disease and the transplant process so that they can accurately depict
the process. At a minimum, each member should possess the knowledge expected
of the donor at the completion of the evaluation. Each advocate is responsible for
education and reinforcing key concepts. Repetition and time for questions can im-
prove the education process.

At the completion of the potential donor’s comprehensive evaluation, the ILDT
should formally meet to review each donor evaluation results and discuss the im-
pression of each individual meeting. Discussion within the team in order to re-
concile any differences in views about a donor’s suitability to donate can help to
ensure sound reasoning regarding candidacy recommendations. Additionally, as
donors mature through the process, their feelings, thoughts, and concerns about
donation may change, and a team—by virtue of its multidisciplinary composition—
may identify additional areas to focus interventions. As with all teams, a strategy
to handle differences of opinions and managing conflict within the group must be
identified ahead of time.

Structure of the Team

The professions that make up a team of advocates may vary at each center; how-
ever, critical members include the physician assigned to medically evaluate and
assess risk, the transplant nurse coordinator assigned to educate and oversee the
process, and the social worker assigned to assess psychosocial risk, competency,
and coercion. Other clinicians that add benefit to the team include the donor sur-
geon, psychiatrist, nutritionist, financial counselor, and ethicist [5]. One may argue
that the additional transplant staff, such as nutritionist or financial coordinator, are
not involved with donor advocacy; however, their role is crucial with select donors.
For instance, a young obese kidney donor may need a nutritionist to educate him/
her about weight loss and the need for long-term healthy eating. If a potential donor
cannot comply or is not willing to comply with such recommendations, the nutri-
tionist may advocate for the donor choosing not to donate.

Roles and Responsibilities of the ILDT

It is the entire ILDT’s responsibility to be involved in the donation process through-
out the donation continuum [6]. When and for how long will vary according to
the team members’ skill sets and an individual donor’s needs. The process and
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Table 9.3 Roles and respon- Regulatory compliance
sibility of the ILDT Policy and protocol development
Evaluation
Education
Informed consent
Determination of donor candidacy
Advocacy
Support before donation, if declines and after surgery
Documentation
QAPI

components of the medical and psychosocial evaluation are prescribed by the Cen-
ters for Medicare & Medicaid Services (CMS) and OPTN regulations, policies, and
bylaws [1, 2]. It is, however, up to individual transplant programs to determine how
they will comply with such rules and develop individual policies and protocols for
live donor evaluation, education, and follow-up (Table 9.3). It is important that the
input of all ILDT members is considered when developing such policies. Addition-
ally, all members need to have a full understanding of and comply with the regula-
tions and the program’s polices for donor care.

The ILDT should have input into the education materials developed for the live
donor. Written, video, and oral education need to have a consistent message. Addi-
tionally, all team members involved in educating donors should be consistent with
the risk projection, process, and post-donation experience. It can be confusing to
a potential donor if team members have conflicting messages. For instance, if one
member describes a risk of bleeding to be 2 % and another 5 %, a donor may become
confused. This all needs to be agreed upon by the ILDT ahead of time, reviewed
periodically, and based on the evidence in the literature and the program-specific
results.

Depending on the profession of each individual team member, they may or may
not be responsible for performing the medical or psychosocial evaluations, but all
should understand the outcome of each component of the evaluation. Additionally,
all should provide education and assess the donor’s understanding of the process
and results of such evaluations. Documentation of donor interviews, education, the
evaluation results, all correspondence, and team meetings regarding candidacy is
critical to maintain team communication and provide evidence of comprehensive
donor care.

At the completion of the evaluation, the ILDT should meet face to face and
describe the results and impressions of the evaluation in order to advocate for the
donor and assist in determining if a donor can be approved for donation. Frank di-
scussion within the team regarding candidacy and the risks and benefits of approval
will facilitate sound reasoning and improve outcomes. Conflict management should
be resolved within the team with deliberation, team meetings with the donor to cla-
rify issues, and ongoing discussions. Ethics consults may be necessary if unresolved
conflict exists.
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The ILDT should review and revise the process as needed and examine outco-
mes through the Quality Assurance and Performance Improvement (QAPI) process
existing within the transplant program. CMS requires all transplant programs to
have a robust quality program to monitor compliance with regulations and outco-
mes [1]. It is, however, important for the live donor program to develop their own
process and outcome indicators annually to ensure that the evaluation, consent, and
follow-up process is adequate and meets the requirements of the programs and the
regulatory bodies. It is important to get input from ILDT members. Attendance at
meetings to discuss process improvement and determine if changes are needed will
help the ILDT to advocate for future donors in the program.

Advocacy Throughout the Process

ILDT members should advocate for the donor and provide support throughout the
process, this includes during the decision-making process, if a donor is cleared, is
unable to donate, and post donation [6]. The role of each team member during the
evaluation is understood and implemented across transplant programs fairly con-
sistently. The role of the advocate/advocate team during the rest of the donor con-
tinuum is ill-defined in the transplant community. Most agree that there is a role for
the advocate but how, when, and how often are unclear. Clarity exists if one uses a
team approach. The team is not one person at one point in time with other responsi-
bilities or distantly related to the issues, but rather a group of health care profession-
als intimately involved with the donor and their specific candidacy considerations.

When a donor is declined by the team to donate because of medical or psychia-
tric reasons, it can be devastating to the donor candidate. One often feels like they
failed the recipient and can suffer psychologically. The ILDT has responsibility to
ensure the well-being of all potential and actual donors, especially a declined donor
[7]. A member of the ILDT should provide education, support, and advocacy in
order to assist the donor to process the decision and provide supportive counseling
as needed to avoid psychological harm to the donor. Follow-up with the donor after
a period of time is important to ensure that the donor has accepted the decision af-
ter time has been allotted to process the decision. Often giving the declined donor
another “role” in the transplant candidate’s care can assist them in feeling that they
are still helping the person. One may suggest being a live donor champion within
the social network of the candidate to promote live donation in hopes that someone
else will come forward. If the ILDT feels the donor has suffered ongoing psycho-
logical stress, referral for counseling may be indicated. If a donor is declined for
medical reasons or because of the diagnosis of a new illness, the ILDT can facilitate
understanding of the medical issue, provide counseling and support, and ensure
referral for care.

A donor’s choice not to donate can be even more devastating to a donor. They
may experience feelings of guilt or shame and be unable to vocalize their decision
to the recipient. They may request a “medical out.” It is the ILDT’s role to ensure
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that a donor truly understands what this means. For instance, they should not take
a medical out and then change their mind in the future without admitting to the
recipient that they took the “medical out.” It is also not advisable to deceive the reci-
pient or the donor’s family in such a way that they think the donor is sick when they
are not. Often a donor needs the ILDT’s help in talking with their family regarding
the decision not to proceed and support them through the process.

After donation, the ILDT’s role is critical in helping the donor early in recove-
ry and for a long term as needed. Reinforcing the education about the needs for
follow-up and long-term health maintenance is critical. Psychological support is
also needed at this point. Often donors feel very overwhelmed in the hospital and
shortly after discharge because the reality of the donation has occurred. Pain, fear of
complications, and returning to a normal routine can provoke stress. Having an ad-
vocate to ensure safe discharge and support can be beneficial. Psychological stress
may be worse if the recipient has a complication, graft failure, or death. The ILDT
can address feelings of grief and disappointment that can occur if expectations with
donation were not met. An ILDT can help the donor process the experience and
treat/ensure referral for treatment of emerging anxiety/depression if it occurs. In the
long term, the ILDT should ensure that a live donor has access to health care and
reeducation about long-term health.

Role of Donor Mentors

In addition to a multidisciplinary team of advocates, having a potential live donor
communicate with a previous living donor can be an effective part of the education,
informed consent process, and recovery [8]. By providing every potential donor the
opportunity to meet with a person who has gone through the donor experience, he
or she can learn, from a donor’s point of view, the donation process. One can have
a better understanding of the risks and benefits to live donation, the expectations
of the recovery process, and have the ability to ask questions in a nonthreatening
environment to someone who has gone through the process. It is important that if
a mentor is provided, the donor understands that everyone’s donation experience is
different and one may have an easier or more difficult time with surgery. However,
having an independent advocate outside the medical profession and the donor’s
social network to call and ask questions when concerns come up can be invaluable
to a positive donation experience.

Nontraditional Advocates

The live organ donation experience comprising the comprehensive testing, the edu-
cation about the process, risk and benefits, the personal disclosure required for the
assessment of risk, the decision to proceed or not to proceed with donation, the
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surgical procedure, and recovery can be a very overwhelming experience for any-
one. Having an advocate in the donor’s social network, whether this is family or
friend, is critical to assisting a donor through the process.

The family of the potential donor is a critical part of the ILDT. It is recommen-
ded that a potential donor needs to be willing to have a family member or a support
person educated about live donation so that they can listen and discuss the risks and
help a donor decide whether donation is right for them [6]. The family/support team
needs to agree to be educated and take responsibility to assist the donor. This part of
the advocate team assists with the development and implementation of a concrete
plan regarding finance, child care, transportation, caregiving, and communication.
This team member can facilitate the creation of two teams of caregivers, one for the
donor and one for the recipient. During the inpatient stay, the family/support person
provides vigilant advocacy and can act as the gatekeeper to provide organized com-
munication with the medical team and other family members and friends. They can
be a facilitator of interactions as needed. They accept discharge responsibilities for
housing, nutrition, legal matters, and assistance with long-term follow-up.

For those donor candidates with no family advocate, such as a live donor who
is donating to their spouse who cannot take on the advocacy role or a donor with
a limited social network, it may be necessary to create a “family” advocate with
coworkers, church groups, or neighbors. The hospital-appointed ILDT can be a fa-
cilitator and assist the potential donor with a family advocate.

The Donor as Part of the ILDT

The ILDT as a group along with the family advocate must create an environment
to educate a donor regarding how donation can affect them. They must listen to the
donor’s concerns, assist in clarifying the risks and benefits, and listen to fears and
concerns in a transparent, open relationship [4]. This relationship with the ILDT
provides a varied group with different styles of interaction and unique perspectives
on the issues. It is this multidisciplinary team approach that will create a partner-
ship in which, ultimately, the donor must advocate for himself or herself [6]. If
they do not want to donate they should feel comfortable enough to say so. In fact,
if they have a complication, it impacts them the most. Therefore, the ILDT must
provide the potential donor the tools to advocate their wishes. This is often difficult
because the decision not to donate affects human lives. This is the reason the ILDT
partnership is critical in the care of live organ donors and is not one interview with
one person at one point in time but rather a detailed process with the maturation
of a decision whether to proceed or not. Optimal outcomes begin with prepared,
educated, uncoerced, and motivated donors, and it is the ILDT’s role to help live
donors achieve this.
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Chapter 10
Classification of Living Organ Donors

Andrew W. Webb, RN, BSN, CCTC

Introduction

The kidney used in the first successful transplant came from a living donor. The
surgery occurred in 1954 at the Peter Bent Brigham Hospital in Boston, Massachu-
setts. The kidney came from Ronald Herrick, a living donor, and was transplanted
into Richard Herrick, his identical twin brother. Due to their identical genetics, the
kidney was spared the risk of acute rejection and gave Richard 8 more years of life,
during which he got married and had two children. Ronald lived another 56 years
before passing away at the age of 79 while recovering from heart surgery. In the 58
years since this landmark case, living organ donors have continued to be a part of
the transplant landscape. Living donors can be categorized by their relation to the
recipient and the type of organ they are donating, while some subgroups of donors
face unique challenges.

Relation Between Living Donor and Recipient

One way to categorize living donors is by their relation to their intended recipient.
Living donors related to their intended recipient include consanguineous relatives
such as parents, siblings, grandparents, aunts, uncles, and cousins. Based on the data
from the Organ Procurement and Transplantation Network (OPTN), 53.3 % of living
donors in 2011 were related to their recipients, with the three most common rela-
tionships being full sibling (19.4 %), child (15.7 %), and parent (9.2 %) [1]. Out of
the 46.5% who were unrelated to their recipients, the three most common relation-
ships were other (22.0 %), spouse (11.5%), and paired donation (7.3 %) [1]. Driven
mainly by kidney donors, there has been a steady increase in unrelated living donors
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over the last decade both in percentage of the whole and raw number. In 2000, 1,549
unrelated living donors contributed organs, which comprised 26.1% of the living
organs donated during that year [1]. By 2011, the number of unrelated living donors
was up to 2,801, which accounted for 46.5 % of the whole, while the number of relat-
ed living donors fell from 4,375 (73.8 %) in 2000 to 3,209 (53.3%) in 2011 [1]. The
factors that may explain this shift include increased emphasis on living donor re-
cruitment as wait list times have increased, evidence that kidney graft survival from
unrelated living donors is superior to that of deceased donors, an increased number
of altruistic donors, and the growth of kidney paired donation (KPD) programs.

Increasing recipient wait times for kidney transplant has resulted in efforts to
increase the number of living donor transplants and created two growing subsets of
unrelated donors. The first is the altruistic donor who chooses to donate a kidney to
an unknown recipient on the transplant wait list. Although this type of donor was
initially met with some skepticism, it has become more accepted and common in the
U.S., although many countries still do not accept altruistic and/or unrelated donors.
OPTN data reveal that the number of unrelated anonymous donors has increased
from 21 in the year 2000 to 161 in 2011 [1]. This subset of living donors best il-
lustrates the collision of two core responsibilities of the independent living donor
advocate (ILDA). They must both advocate for the right of the altruistic donor to
give their organ while also promoting their best interests, which may not be served
by giving an organ to a stranger. Determining how the ILDA should balance the
potential tension between these two mandates is arguably the most controversial
aspect of their role and will be discussed in more detail later in the book.

The second growing subset of unrelated donors derives from the population of
living donors unable to donate to their intended recipient due to blood-type or cross-
match incompatibility. The development of KPD programs gives these incompat-
ible donors a chance to donate to a compatible recipient and have their intended
recipient receive a kidney from a compatible living donor. This can take the form
of a simple exchange or a more complicated chain of several pairs of donors and
recipients. In an exchange, you have two incompatible donor/recipient pairs that are
able to donate to each other. For example, donor A is blood type B and thus incom-
patible with recipient A, who is blood type A. Donor B is blood type A (subgroup
Al) and thus incompatible with recipient B, who is blood type B. However, donor
A is compatible and can donate to recipient B, while donor B is compatible and can
donate to recipient A (Fig. 10.1).

An altruistic donor’s kidney can start a sequence of transplants between incom-
patible donor/recipient pairs. For example, the altruist donates a kidney to recipient
A, donor A donates to recipient B, donor B donates to recipient C, donor C donates
to recipient D, and so on until the chain reaches its conclusion (Fig. 10.2). The
number of KPD transplants has increased from 2 in 2000 to 429 in 2011 [2]. This
growth has occurred despite the barriers of increased logistical challenges for geo-
graphically distant donor/recipient pairs, the potential for broken chains caused by
donors who back out, and the KPD system being fragmented across multiple pro-
grams managed by organizations such as the OPTN, the National Kidney Registry
(NKR), and Alliance for Paired Donation (APD). The longest KPD chain to date
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Fig. 10.1 Donor A and

donor B are both blood type Incompatible
incompatible with their Donor A Recipient A
intended recipients. They are Blood Type B Blood Type A

blood type compatible with
the other’s recipient. In a
KPD program, donor A can
donate a kidney to recipient
B in exchange for donor

B donating their kidney to
recipient A

Donor B Recipient B
Blood Type A Blood Type B

Incompatible

was a series of 30 living donor kidney transplants, which took place over 4 months
involving 17 hospitals across 11 states and was organized by the NKR [3, 4].

Despite the increased numbers of altruistic and KPD donors, the total number of
living donors has decreased by 13.9 % from a high of 6,991 in 2004 to 6,019 in 2011
[2]. While the exact cause of this decrease is unknown, it may be partly attributable
to increasing governmental oversight of living donor outcomes. Increased program
accountability for living donor outcomes could result in programs declining more
marginal candidates. The ILDA can influence the use of these marginal candidates
in two distinct ways. In the short term, they can fulfill one aspect of their role
through increased advocacy for the donor’s right to donate, although this may be
at the cost of their mandate to promote the donor’s best interests. In the long term,
the ILDA can take an active role in monitoring their follow-up to determine if their
donation does place them at higher risk for poor outcomes.

What Organs Can a Living Donor Donate?
Living Kidney Donors

Living kidney donors are the most common type of living organ donor and they
comprise a significant amount of the kidney transplants performed. Of kidney trans-
plants performed in 2011, 32.7% came from living donors [2]. This 32.7 % repre-
sents 5,768 people stepping forward and voluntarily choosing to have one of their
kidneys removed for no personal medical benefit with the intent of improving the
recipient’s quality of life. The acceptance of living kidney donation by the trans-
plant community and the public is based on studies that have found that the rate
of end-stage renal disease in living kidney donors is equal to or better than the rate
found in the general population [5-8].
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Fig. 10.2 In this example,
living donors A-D are
incompatible with their
intended recipients. An
altruistic donor is the
catalyst in creating a chain
of compatible transplants.
The final recipient may
be another recipient with
an incompatible donor or
a recipient listed on the
deceased donor wait list
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There has been a steady increase in the number of unrelated living kidney donors
over the past 11 years [2]. Graft survival rates for kidney transplants from unrelated
living kidney donors have been found to be similar to those from related living
donors [8, 9], while both types of living donor kidneys have superior outcomes to
kidneys from deceased donors [2]. Living donor kidney graft survival compared
to deceased donor graft survival is 96.5% versus 91.9% at 1 year, 82.9% versus
70.6% at 5 years, and 60.9% versus 43.4% at 10 years [10]. The differences in
these outcomes are often attributed to the scheduled nature of the procedure re-
sulting in decreased cold ischemic time and the living donor evaluation process
screening out marginal donors. For example, a transplant program might accept a
55-year-old deceased donor with a 2-year history of diabetes, but it is unlikely they

would accept a living donor with these same attributes.
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Despite the decline in living donors, they continue to comprise a significant por-
tion of the number of yearly kidney transplants. New OPTN policy implemented
in February 2013 should improve collection of follow-up data for the first 2 years
post donation. However, it is important that the transplant community continue to
engage in long-term tracking and analysis of kidney donor outcomes as it provides
essential information to appropriately educate potential living donors of their risk.

Living Liver Donors

While the total number of liver transplants has increased over the past decade,
the number of living liver donors has decreased by 52.9% to 247 in 2011 [2].
Livers from living donors have higher rates of graft survival compared to livers
from deceased donors [2], with rates of 88.7 % versus 85.3% at 1 year, 75.8%
versus 68.4% at 5 years, and 59.8 % versus 54.4% at 10 years [10]. Account-
ing for only 3.9 % of the liver transplants performed in 2011, it is likely that the
decrease in living liver donors over the past decade is the result of donor safety
concerns [11].

Living Lung Donors

Lung transplants from living donors have never been widely performed and have
become extremely rare in the U.S. since 2005, when the implementation of the
lung allocation score (LAS) resulted in a substantial decrease in the waiting time
for a deceased lung transplant [2, 12]. The median wait time for a lung transplant
in 2004, prior to the implementation of the LAS, was 17.3 months compared to a
median wait time of 3.6 months in 2011 [2, 10]. The LAS is designed to provide
lungs based on medical urgency, thus providing a transplant quickest to those
most in need [13]. It is possible that this quicker access to a deceased donor for
those most ill combined with the potential risk to a living donor has contributed to
the decreased use of living lung donors in the U.S. While there have been 143 liv-
ing lung donors since 1998, there have only been 2 since 2008 [2]. Due to the low
number of donors, it is difficult to accurately compare outcomes in graft survival.

Other Living Donors

Although extremely rare, it is possible to donate a portion of your intestine or pan-
creas. According to OPTN data, there have been 39 living intestine donors and 7
living pancreas donors since 1994 with only 4 intestine donors and 1 pancreas donor
since 2008 [1]. Due to the low number of donors, it is difficult to accurately com-
pare outcomes in graft survival.
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Factors that Impede Living Donation

Donating to Undocumented Recipients

Substantial financial barriers typically arise when a living donor attempts to donate
to a recipient who is undocumented. Medicare will not pay for the undocumented
recipient’s transplant surgery and private insurance for the recipient can be difficult
to obtain. The impact of these financial barriers can be seen in the experience of
Angel, an undocumented immigrant in need of a kidney transplant whose brother
was a willing living donor [14]. It was only after 2 years of negotiating costs with
their hospital, high-profile national attention, and fund-raising that they were finally
able to overcome this barrier and proceed with the transplant [14].

It is interesting to note that in most states, Medicaid pays for patients to undergo
dialysis as an emergency measure regardless of their documentation status. The
irony is that a kidney transplant, which lasts 3 years, begins to become a less expen-
sive treatment option than dialysis. Considering that 82.9 % of transplanted kidneys
from living donors are still working 5 years after the transplant [10], a strong argu-
ment can be made that it is financially advantageous to the taxpayer for Medicare to
cover the cost for undocumented recipients with living donors [15].

Military Donors

The different branches of the military have service-specific guidelines regarding
active-duty personnel being a live organ donor. Those covering the Navy and Ma-
rines can be found in the Department of the Navy, Bureau of Medicine and Surgery
(BUMED), Instruction 6300.8A [16]. Those covering the Army can be found in
Army Regulation (AR) 40-3 [17], and those covering the Air Force can be found in
Air Force Instruction (AFT) 44-102 [18].

The guidelines covering the Army and Navy/Marines are extremely similar and
can be considered together. They both state that, “Active duty members may serve
as living-related or living-unrelated organ donors in the absence of better-matched
volunteer donors” [16, p. 6, 17, p. 29]. However, they also mandate that the poten-
tial donor be counseled that his or her “qualification for continued service will be
contingent upon favorable medical evaluation results following organ donation”
[16,p. 6,17, p.29].

If the donor is going to donate their organ outside of the Army/Navy Organ
Transplant Service located at Walter Reed Medical Center, they need to go through
additional approval and documentation [16, 17]. If the donation is going to be per-
formed at an another transplant facility, then the service member will have to ob-
tain prior approval through their chain of command and submit documentation as
specified in the appropriate service guidelines [16, 17]. It is also mandated that post
donation, when they would normally be discharged from the transplant hospital,
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they will be instead transferred to a military treatment facility to be, “medically
evaluated after the organ donation to determine his or her future profile, assign-
ments, and qualifications for continued service” [16, p. 7, 17, p. 30].

Although the Air Force guidelines use different language and are less specific,
they have similar content as AR 40-2 and BUMED 6300.9A. It lists specific steps
for a potential living donor to follow to obtain approval through the chain of com-
mand but warns that, “complications might limit or prohibit further active duty
service” [18, p. 50]. The instructions do not make a distinction based upon whether
the donation is performed at a military transplant program or an outside program,
nor does it require that the donor be transferred to a military treatment facility for
evaluation at the time of discharge from the hospital [18].

Although it is unclear how often it occurs, there are provisions within each
branch of the military for active-duty personnel to become living donors, and news
stories show that it does occur [19, 20]. It is critical for potential living donors in
any branch of the military to obtain proper approval through the chain of command
and be educated that their continued military service will be based on their post-
donation medical evaluation.

Conclusion

Although the total number of living organ donors in the U.S. has decreased over
the past 7 years, there have been increases in the number of unrelated living kidney
donors driven by successful outcomes, the flourishing of KPD programs, and in-
creased acceptance of altruists. The use of living donors for pancreas, intestine, and
lung transplants has dropped to a negligible amount, while the use of liver donors
has decreased by half over the past decade. It should be a priority for the transplant
community to identify the causes of this contraction and determine what, if any-
thing, should be done to counteract it.

Acknowledgments This work was supported in part by Health Resources and Services Adminis-
tration contract 234-2005-37011C. The content is the responsibility of the authors alone and does
not necessarily reflect the views or policies of the Department of Health and Human Services, nor
does mention of trade names, commercial products, or organizations imply endorsement by the
US Government.

The data and analyses reported in the 2010 and 2011 Annual Data Report of the US Organ Pro-
curement and Transplantation Network and the Scientific Registry of Transplant Recipient have
been supplied by the United Network of Organ Sharing and the Minneapolis Medical Research
Foundation under contract with HHS/HRSA. The authors alone are responsible for reporting and
interpreting these data; the views expressed herein are those of the authors and not necessarily
those of the US Government.



146 A. W. Webb, RN, BSN, CCTC

References

1. Organ Procurement and Transplantation Network Data Reports (US) [Internet]. Rockville
(MD): Department of Health and Human Services, Health Resources and Services Administ-
ration, Healthcare Systems Bureau, Division of Transplantation. [1988]—[cited 2013 Feb 15].
Available from http://optn.transplant.hrsa.gov/latestData/advancedData.asp.

2. Organ Procurement and Transplantation Network (OPTN) (US) and Scientific Registry of
Transplant Recipients (SRTR) (US). OPTN/SRTR 2011 annual data report. Rockville (MD):
Department of Health and Human Services, Health Resources and Services Administration,
Healthcare Systems Bureau, Division of Transplantation; 2012.

3. Sack K. 60 lives, 30 kidneys, all linked. The New York Times [Internet]. 2012 Feb 18 [cited
2013 January 16];Sect. Al. Available from http://www.nytimes.com/2012/02/19/health/lives-
forever-linked-through-kidney-transplant-chain-124.html?pagewanted=all& r=1&.

4. National Kidney Registry (NKR). NKR paired exchange results quarterly report. Babylon
(NY): National Kidney Registry; 2012 Sep 30.

5. Cherikh WS, Young CJ, Kramer BF, Taranto SE, Randall HB, Fan PY. Ethnic and gender
related differences in the risk of end-stage renal disease after living kidney donation. Am J
Transplant. 2011;11:1650-5.

6. Ibrahim HN, Foley R, Tan L, Rogers T, Bailey RF, Guo H, et al. Long-term consequences of
kidney donation. N Engl J Med. 2009;360:459-69.

7. Gossmann J, Wilhelm A, Kachel HG, Jordan J, Sann U, Geiger H, et al. Long-term consequen-
ces of live kidney donation follow-up in 93 % of living kidney donors in a single transplant
center. Am J Transplant. 2005;5:2417-24.

8. Fuller TF, Feng S, Brennan TV, Tomlanovich S, Bostrom A, Freise CE. Increased rejection in
living unrelated versus living related kidney transplants does not affect short-term function
and survival. Transplantation. 2004;78(7):1030.

9. Organ Procurement and Transplantation Network (OPTN) (US) and Scientific Registry of
Transplant Recipients (SRTR) (US). OPTN/SRTR 2008 annual data report. Rockville (MD):
Department of Health and Human Services, Health Resources and Services Administration,
Healthcare Systems Bureau, Division of Transplantation; 2008.

10. Organ Procurement and Transplantation Network (OPTN) (US) and Scientific Registry of
Transplant Recipients (SRTR) (US). OPTN/SRTR 2010 annual data report. Rockville (MD):
Department of Health and Human Services, Health Resources and Services Administration,
Healthcare Systems Bureau, Division of Transplantation; 2011.

11. Pomfret EA, Fryer JP, Sima CS, Lake JR, Merion RM. Liver and intestine transplantation in
the United States, 1996-2005. Am J Transplant. 2007;7:1376-89.

12. Iribarne A, Russo MJ, Davies RR, Hong, KN, Gelijns AC, Bacchetta MD, et al. Despite de-
creased wait-list times for lung transplantation, lung allocation scores continue to increase.
Chest. 2009;135(4):923-8.

13. Egan TM, Murray S, Bustami RT, Shearon TH, McCullough KP, Edwards LB, et al. Develop-
ment of the new lung allocation system in the United States. Am J Transplant. 2006;6:1212—
27.

14. Bernstein N. From brother to brother, a kidney, and a life. The New York Times [Internet].
2012 Apr 6 [corrected 2012 Apr 11; cited 2013 January 16];Sect. A15. Available from http://
www.nytimes.com/2012/04/07/nyregion/after-years-of-obstacles-an-illegal-immigrant-gets-
a-transplant.html.

15. Linden EA, Cano J, Coritsidis GN. Kidney transplantation in undocumented immigrants with
ESRD: a policy whose time has come?. Am J Kidney Dis. 2012 Sep;60(3):354-9.

16. Department of the Navy (US). Instruction 6300.8A [Internet]. Falls Church (VA): Department
of the Navy (US), Bureau of Medicine and Surgery; 2010 [cited 2013 January 16]. Available
from http://www.med.navy.mil/directives/ExternalDirectives/6300.8 A.pdf .

17. Department of the Army (US). Army regulation 40-3 medical, dental and veterinary care
[Internet]. Falls Church (VA): Department of the Army (US); 2008 [revised 2010 Mar 12;
cited 2013 January 16]. Available from http://www.apd.army.mil/pdffiles/r40_3.pdf.


http://www.nytimes.com/2012/02/19/health/lives-forever-linked-through-kidney-transplant-chain-124.html?pagewanted=all&_r=1&
http://www.nytimes.com/2012/02/19/health/lives-forever-linked-through-kidney-transplant-chain-124.html?pagewanted=all&_r=1&
http://www.nytimes.com/2012/04/07/nyregion/after-years-of-obstacles-an-illegal-immigrant-gets-a-transplant.html
http://www.nytimes.com/2012/04/07/nyregion/after-years-of-obstacles-an-illegal-immigrant-gets-a-transplant.html
http://www.nytimes.com/2012/04/07/nyregion/after-years-of-obstacles-an-illegal-immigrant-gets-a-transplant.html
http://www.med.navy.mil/directives/ExternalDirectives/6300.8A.pdf
http://www.apd.army.mil/pdffiles/r40_3.pdf

10 Classification of Living Organ Donors 147

18. Department of the Air Force (US). Air Force instruction 44-102 medical care management
[Internet]. Rosslyn (VA): Department of the Air Force (US); 2012 [cited 2013 January 16].
Available from http://www.af.mil/shared/media/epubs/AF144-102.pdf.

19. Ellis K, Zill R. Soldier gives NCO gift of life at Walter Reed. Army News Service (US) [Inter-
net]. 2009 Apr 27 [cited 2013 Feb 24]. Available from http://www.army.mil/article/20196/.

20. Official Blog of the U.S. Navy Judge Advocate General’s Corps [Internet]. Washington Navy
Yard (DC): U.S. Navy Judge Advocate General’s Corp; [c2011] NLSO EURAFSWA and BU-
MED assist sailor and family with living donor program. 2012 Feb 23 [cited 2013 Feb 24].
Available from http://usnavyjagcorps.wordpress.com/tag/walter-reed-national-military-medi-
cal-center/.


http://www.af.mil/shared/media/epubs/AFI44-102.pdf
http://www.army.mil/article/20196/

Chapter 11
Unrelated Donors

Mary Amanda Dew, Ginger Boneysteele and Andrea F. DiMartini

Introduction

The traditional solid organ donor is either biologically related (e.g., a parent, child,
sibling, or other family member) or emotionally related (e.g., a spouse or partner)
to the intended recipient, and the majority of donations are between such donor—
recipient pairs. The terms “biologically” or “emotionally” related suggest important
and meaningful connections between donor—recipient pairs, and it is commonly as-
sumed that an existing relationship between the donor and recipient confers a special
connection that—if not providing some protection against risk for poor psychoso-
cial outcomes—at least makes the offer to donate appear understandable. However,
increasing numbers of donors without such biological or emotional connections are
coming forward to donate, and transplant teams must be prepared to evaluate and
determine their suitability for donation. In addition, as for all donors, teams have an
ethical mandate to work to ensure unrelated donors’ protection against psychosocial
harm secondary to donation.

In this chapter, we address issues relevant to the psychosocial evaluation and
informed consent process with unrelated donor candidates, defined as individuals
who are neither emotionally nor biologically related to the intended transplant re-
cipient. In addition, we consider the more recent phenomenon of unrelated donors
arising from organ exchange programs, and we consider issues in the follow-up of
unrelated donors after donation. Beyond the safeguards and assessment consider-
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ations that apply to related donors, we describe how special care must be taken to
ensure that unrelated donors are carefully evaluated to reduce the likelihood that
individuals at high risk for poorer psychosocial outcomes would proceed to dona-
tion. In fact, some of their very motivations for donating may place them at risk for
poor psychosocial outcomes. For these reasons, donors who are neither biologically
nor emotionally related to the intended recipient have been considered with some
degree of suspicion by clinicians and transplant programs alike. Clinicians who
perform the psychosocial evaluations of unrelated donors (which in some programs,
includes the independent living donor advocate (ILDA)) require skills to conduct
such a heightened assessment and specific strategies to assess donor motivation,
decision making, and the potential for coercion. The ILDA, if not involved in con-
ducting the psychosocial evaluation of unrelated donors, requires similar expertise
in order to review the results of the evaluation and advocate for the best interests of
the prospective donor.

A Continuum of Relatedness

Several terms are used in the literature for unrelated donors: altruistic donors, Good
Samaritan donors, stranger donors, or more recently anonymous directed and anon-
ymous nondirected donors. In this chapter, we will use the term “unrelated donor,”
and we will include individuals who have no previous relationship with the intend-
ed recipient as well as those who may not be complete strangers but do not have a
strong emotional connection with the intended recipient. In clinical practice, donor
teams will see a wide range of relatedness and relational circumstances between
donor-recipient pairs. In fact, emotional relatedness, as with biological relatedness,
can be considered along a continuum (Fig. 11.1). Even among biologically related
individuals, varying degrees of emotional relatedness can be observed. Consider
as an example of this complexity a donor—recipient pair who are coworkers but are
more emotionally related than a biologically related pair who are extended family
members and may have met only once or twice in their lives.

Close Casual Connect via Anonymous,
friend acquaintance social media nondirected
Colleague/Co- Com::r ofa A_rmnymoua,
worker etc. e directed
community

Fig. 11.1 Emotional relatedness: How unrelated are unrelated donors?
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Increasing Numbers of Unrelated Donors

In the US, unrelated kidney donations have markedly increased over the past 20
years, with over 2,000 in 2012, or 37 % of the total number of living kidney donors
[1] (Fig. 11.2). In contrast, unrelated donors constituted only 4 % of all donors 20
years earlier. Over the past 20 years, the composition of the pool of unrelated do-
nors has also changed. Since the advent of paired kidney exchange donation in the
early 2000s and domino chains later in the decade, the number of kidney donors
participating in these programs has increased, and they constituted about 9 % of all
donors in 2012. The numbers of anonymous nondirected donors have increased as
well. There were no such donors in the early 1990s, but they accounted for 3 % of
all donors by 2012. The situation in living liver donation is somewhat different. The
total number of living liver donors is considerably smaller, rising over the past 20
years from just 33 in 1992 to 363 by 2012. The proportion of unrelated donors has
increased from 12 % to 26 % over that time. However, the vast majority of unrelated
living liver donors are directed donors (i.e., they have some connection with the
intended recipient even if it is not a close connection). In addition, the majority of
living liver donors continue to be individuals who are biologically related to the
transplant recipient.

1992: 2,543 donors 2002: 6,241 donors 2012: 5,619 donors
N ed 2%
Unrelated 4% mfpm Unrelated 19% Unrelated 37%
Spouse 3%, e
,;'/ | Y \ Spouse 12%
b i i .\__ Spouse 13%
--".-Emlogical 92% 2N E|olug|ca1 70% B'°'°9'°a' 4%

Fig. 11.2 Changing distributions of types of living kidney donors in the US (data from OPTN/UNOS
[1]). Unrelated donors include nonbiological directed donors, anonymous donors, and exchange
donors

Increasing Acceptance of Unrelated Donors

The increasing number of unrelated donors by itself suggests a trend toward greater
acceptance by transplant programs of the idea that these individuals are suitable
and appropriate donors. In addition, several surveys of transplant programs over the
past 20 years directly show that attitudes toward unrelated donation have become
gradually more favorable. In 1999, while almost all surveyed programs responded
that they would consider a close friend as a donor, only 38% of programs said
they would consider an altruistic/stranger donor (compared to 8% in 1987) [2].
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Interestingly, at that same time a public survey of over 1,000 US adults showed that
90 % supported the concept of close friend donors and 80 % accepted donation by
altruistic strangers [3].

A recent survey of 132 US kidney transplant programs (53 % of programs listed
by the United Network for Organ Sharing (UNOS) revealed that now most pro-
grams, but not all, accept donors other than immediate family, close friends, or
extended family members with close emotional ties to the intended recipient [4].
For a variety of other types of donor—recipient relationships, the programs’ accep-
tance lies along the continuum of emotional connectedness. Programs had greater
concern as the emotional connection between donor and recipient becomes weaker.
For example, while 92 % said they would find a patient’s coworker to be acceptable
as a potential donor, 74 % felt that acquaintances with no emotional ties to the re-
cipient would be acceptable, 61 % thought nondirected donors were acceptable, and
only 30% were willing to consider publicly solicited donors [4]. There was some
evidence that programs in geographic regions with longer wait times and lower de-
ceased organ donation rates were more likely to consider unrelated donors for their
patients [4]. At the time of this survey, while most programs required all donors to
undergo a mental health evaluation, 10% of programs required only certain types
of donors (e.g., unrelated donors) to be seen for more extensive consideration by a
mental health professional [4]. Notably, at the time of this survey only about half
of the kidney programs were participating in paired kidney exchange. Even more
importantly, although many programs appeared to support the concept of unrelated
donors, in practice, these types of transplants remain less common than those with
biologically or closely emotionally related donors (i.e., spouses). Thus, while agree-
ing philosophically with the concept of unrelated donors, when faced with an actual
volunteer, programs might be reluctant to proceed, with many programs expressing
concerns about the motives of a completely unrelated donor [2, 4].

Ethical and Psychosocial Issues Arising from Increases
in Unrelated Donations

The need for and acceptance of unrelated donors has been driven by the continued
shortage of donor organs relative to patients who need transplants. Recognition
that biologically unrelated donor grafts (e.g., from spouses) did not adversely af-
fect donor medical outcomes [5, 6] set the stage for consideration of a much wider
population of potential donors. It also allowed for the development of novel ap-
proaches to the use of organs from unrelated kidney donors to increase the num-
bers of transplants performed, including paired exchanges and domino chains (see
Chap. 2). However, the increase in unrelated donors has also prompted concerns at
the stages of screening prospective donors and conducting the pre-donation psy-
chosocial evaluation; concerns regarding the informed consent process for these
individuals to ensure that they understand what they are volunteering to do; and
concerns about whether these donors have unique psychosocial risks and require
more careful follow-up after donation [7]. In the remaining sections of the chap-
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ter, we address issues in each of these domains, particularly as they pertain to the
ILDA’s involvement and responsibilities in donor care.

Screening and Evaluation of Prospective Unrelated Donors

Screening and Types of Unrelated Donors that Provoke
Heightened Concern

Most donor programs conduct an initial screen with prospective donors before they
are asked to come in for a full medical and psychosocial evaluation. This screen
is often conducted by telephone. ILDAs may perform screens, but the screens are
more typically completed by a living donor coordinator, who may consult with the
ILDA if concerns arise. Some types of unrelated donors who come forward for
initial screening may indeed raise such concerns, as enumerated in a consensus
conference offering guidelines for the screening and evaluation process [7, 8]. Such
individuals include those who are:

» Solicited from the internet or other social media appeals,

* In a superior/subordinate relationship with the intended recipient (employers/
employees; teachers/students),

» Of very low socioeconomic status,

» Foreign nationals,

*  Members of organizations/faith communities,

» Seeking to make an anonymous donation (either directed or nondirected), and

» Involved in paired/list exchange or chain donation.

It is noteworthy that the concern is not that these individuals should automatically
be ruled out as donors (although sometimes this may indeed be the case). Instead,
these individuals and their circumstances often require more extensive psychosocial
evaluation in order to determine whether donation is a realistic possibility for them.
Thus, the telephone screen is helpful for identifying initial “red flags” that will
require more attention in the full-scale psychosocial evaluation. For example, as
we discuss later in the chapter, there are varying ways in which coercion or undue
pressure could influence or affect some of these types of donors. In addition, indi-
viduals coming forward as unrelated donors may have much less knowledge about
the transplantation process than individuals who have seen a loved one become ill
and cope with chronic illness. They may have also been influenced by the emotional
appeal of a case in the news or an acquaintance who has become ill, without having
yet had the time to learn about the range of treatments that might be available to
the ill individual or the risks associated with donation. Some persons interested in
unrelated donation may not understand even rudimentary aspects of what donation
entails.
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Case Vignette

A young woman called a donor program to ask if she could be considered as
a donor for a coworker. She said that she had not yet talked to her coworker
about it, but she had read a considerable amount on the internet about kidney
donation and she felt that it was the right thing for her to do.The living donor
coordinator, as part of the program’s standard screening protocol, began to
review the steps that would need to be undertaken in order for the woman to
be evaluated for donation, and commented on the surgery and how long the
recovery period typically lasted. At that point, the young woman said, “Oh,
you mean this requires surgery?” She said that she would have to think more
about it and would call back if she wanted to continue to move forward.

The telephone screen allows an initial opportunity for the donor program to be-
gin the process of learning about the prospective donor and also educating him or
her about donation. If it is not automatically clear that a prospective donor is medi-
cally or psychosocially unsuitable for or uninterested in further evaluation, then the
prospective donor is typically scheduled for such evaluation.

Special Considerations in the Psychosocial Evaluation
of Unrelated Donors

The psychosocial evaluation that is conducted with prospective unrelated donors
who come to the donor program for a full workup is in many ways identical to that
conducted for any other prospective donor. Thus, the central goals for the evaluation
are to (1) identify and appraise risks for poor psychosocial outcomes, (2) assess do-
nor capacity to understand information and make decisions, and (3) identify factors
warranting intervention before donation can occur [7—12]. In order to accomplish
these goals, the evaluation includes a variety of components: obtaining standard
information on demographic and psychosocial history; determining the individual’s
cognitive capacity; ascertaining mental health history and current status; examining
donor motivation; exploring the nature of the relationship (if any) with the intended
recipient; assessing knowledge, preparation, and expectations for donation surgery;
assessing available social supports and attitudes of others about the donation; and
reviewing financial considerations [7—15]. Although there are no national standards
for the exact content or process of conducting the psychosocial evaluation, the do-
mains listed earlier cover the elements currently required by Organ Procurement
and Transplantation Network (OPTN) policy [16]. In conjunction with recently ap-
proved policy modifications, the OPTN/UNOS Living Kidney Donor Psychosocial
Evaluation Checklist provides a useful tool to ensure that essential elements are
covered in the evaluation [17].

In some programs, the ILDA may conduct the psychosocial evaluation. In other
programs, the ILDA does not conduct the evaluation but must carefully review its
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results, along with meeting the prospective donor to review and discuss all aspects
of the medical and psychosocial evaluation process. For unrelated donors, key com-
ponents of the psychosocial evaluation require more extended consideration, both
during the evaluation itself as well as in any separate meeting the ILDA has with the
individual. We have listed several of those components in Table 11.1: those related
to motivation, relationship with the intended recipient, knowledge, social supports,
and financial issues. We have also enumerated in Table 11.1 important issues and
questions to be asked, as well as “red flags” that, if present, could indicate that the in-
dividual is not a suitable donor [7, 8, 13—15]. We note that many of these issues could
apply to biologically and emotionally related donors as well. Our point is, however,
that they are often of heightened importance when evaluating unrelated donors. For
example, “red flags” when assessing prospective unrelated donors’ motives would
include evidence uncovered of a desire to form a relationship with intended recipient
even if the donor is going to engage in anonymous nondirected donation, or evidence
that the prospective donor is seeking public recognition of their act of donation.

The clinician who conducts the psychosocial evaluation as well as the ILDA dur-
ing the subsequent review of its results, must bear in mind that prospective donors
may not answer all questions truthfully. This is often not to be intentionally untruth-
ful, but rather that they may be attempting to say what they think the evaluator
wants to hear or what they hope will be sufficient so that they will be approved as
donors [11, 12]. This effort at self-presentation may be heightened to the extent that
they are feeling pressured to consider donation. Hence, questioning about motives
for coming forward, asked in a nonconfrontational manner, becomes particularly
critical in order to help ensure that prospective donors have made their own choice
regarding donation. Alternatively, rather than the prospective donor appearing to
offer information that is not completely truthful, the evaluator and/or the ILDA
may have the impression that the individual is withholding certain information or is
particularly wary of providing complete information.

Case Vignette

A middle-aged woman came for a psychosocial evaluation by the donor pro-
gram because she sought to “donate a kidney to a child.” She later changed
this request to donate to anyone. She gave an address several hundred miles
from the donor program and was noted to be carrying what appeared to be
most, if not all, of her possessions. She denied being seen at any other trans-
plant facility, despite the long distance between her home address and the
donor program, and the existence of other donor programs closer to her home.
She answered most questions appropriately but with very few words and she
was unable to elaborate on them or provide any specifics. She denied any
mental health history. She refused to allow contact with her family, past treat-
ing physicians or friends and so no collateral information was available. She
also had no plan for any follow-up care and seemed to assume the recipient
and the hospital would bear all responsibility for her and any care needed. It
was decided that the woman would not be a suitable donor at the current time.
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Table 11.1 Components of the psychosocial evaluation for living organ donors: Issues to cover,
examples of questions to ask, and responses suggesting heightened risk

Issues to cover

Types of questions

Red flags

Motives for donation

Reasons for coming forward

Decision-making process

Coercion or inducement

Ambivalence

If relevant: views and under-
standing of kidney exchange

How did the prospective donor Prospective donor made a

learn about the possibility of
donating? Did someone ask

the donor to come forward?
Was there pressure to donate

from anyone or because the

situation appears urgent?

What is the primary motivation

for donation? Why donate?
Why now?

blind agreement to donate
with no information (e.g.,
promise to “do anything to
help” long before donation
was needed)

Donor has a history of impul-

sive decision making, uses
poor judgment, and is an
excessive risk taker

What volunteer or helping acts Desire to:

have been most important
in the individual’s life up to
this point?

Are there other possible
donors? What if someone
else could do it instead?

Did anyone attempt to influ-
ence the individual’s deci-
sion to come forward?

Did anyone state or imply
that there could be nega-
tive consequences for the
individual if they did not
come forward? Or that the
individual would receive
something (tangible or non-
tangible goods) if he/she
came forward?

What does the individual see

Atone for or reduce a sin

Form a (closer) relation-
ship with the intended
recipient

Make up for past problems
with others/loss of loved
one

Serve humanity despite no
evidence of past service

Gain recognition from oth-
ers for act of giving

Obtain financial rewards/
benefits

Donor is counting on a
deceased donor organ
becoming available

Donor is hoping someone
else will come forward to
donate

as the consequences to him/ If option for kidney exchange

herself if the donation does
not occur?

How would a donor feel if
a deceased donor organ
became available?

Would not donating to a loved
one change their feelings
about willingness or desire
to donate?

If option for kidney exchange
is present:

Does the option of chain/

exchange make the donor

feel obligated to donate?
Does the donor feel any
pressure that many other
donors/recipients may be
counting on them?

is present:

Donor feels less capable of
deciding not to donate, or
pressured to participate in
an exchange

Donor feels guilty or as if
they would let others
down if they did not
participate
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Issues to cover

Types of questions

Red flags

Relationship with intended recipient

Nature of any existing
relationship

Degree of closeness (if any) of
relationship

Perceived obligations/
expectations

How long have the prospective
donor and intended recipient
known each other?

When/how did they meet?

What is the relationship like?

Does the donor feel any obli-
gation to donate?

Will the intended recipient feel
indebted?

How will the relationship
change if the donation takes
place? Or if it does not take
place?

How will the donor view the
recipient’s behavior after
transplant (e.g., if the recipi-
ent is not adherent)?

How will the donor feel if he/
she never meets (or rarely
sees) the recipient?

Knowledge about surgery/recovery

Understanding of risks

Understanding of likely
outcomes

Expectations

If the prospective donor knows
the intended recipient, does
the donor understand what
type of disease the recipient
has?

Are there treatment alterna-
tives to a living donor
transplant?

Has the recipient received a
transplant before? Why is
another transplant needed?

What does the donor under-
stand to be the risks/benefits
to the recipient?

What are the major risks to the
donor?

How does the donor expect
his/her own postoperative
recovery to go?

How would the donor feel if
the donated organ turned out
to be of little or no benefit?
Or if the recipient died?

Prospective donor wants to
have an upper hand in the
relationship; desire for
control

Donor has a subordinate
relationship to the intended
recipient (e.g., employee)

Relationship has a history of
conflict or estrangement

Donor is worried about what
will happen to the relation-
ship if donation cannot
occur

Prospective donor cannot
articulate recipient risks/
benefits

Donor cannot articulate his/her
own risks

Donor expresses no sense of
concern in the event that
the transplant procedures
prematurely end his/her life

Donor says that if the recipient
does not survive the trans-
plant, then neither should
the donor

Donor expects no short-term
physical impairments after
the surgery

Donor expects to be able to
return to work within days
after the surgery
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Issues to cover

Types of questions

Red flags

Social supports and others’ attitudes

Nature of existing family,
friend, employer networks

Emotional and practical sup-
port available from family,
friends, employer

Pressure or opposition from
family or friends about
donation

Financial status

Financial stability

Insurance coverage

Resources for unexpected
expenses

Did the prospective donor
consult with his/her spouse/
partner?

What was that person’s
reaction?

What was the reaction from
other family members,
friends, peers, coworkers,
and boss at work?

Did the donor seek advice
from anyone?

Did anyone’s reactions or
advice affect the donor’s
decision?

If their reactions were nega-
tive, how is the donor man-
aging this?

Does the prospective donor
expect any negative impact
on finances due to lost time
at work?

What about potential addi-
tional expenses and the
possibility of financial
hardship?

Does the donor have life
insurance?

What is the donor’s under-
standing of whether
donation would change
eligibility for health or life
insurance?

Has the donor thoroughly
considered the possible
economic effects of
donating an organ?

Donor has no emotional sup-
port from family or friends
for the donation

Donor has active opposition
from family and friends

Donor says he/she does not
care whether there is sup-
port because “it’s my body
and I can do what I want
with it.”

Donor does not feel able to tell
employer of plans because
of expected negative
reaction

Intended recipient has stated
unequivocally that he/she
will refuse to accept the
donation

Prospective donor has no
permanent source of income
(unemployed or transient
employment)

Donor has no health insurance

Donor has no financial cushion

Others in donor’s fam-
ily depend heavily on
donor income for meeting
expenses

Case Vignette

A young woman presented to the donor program asking to be an anonymous
nondirected donor. During her psychosocial evaluation, she revealed that
she had been treated for anorexia in the past but had no problem with this
presently. The evaluator discussed this condition with her in relation to her
well-being and to recovery from surgery. She stated that she understood her
nutritional needs and how she would care for herself. The next morning, when
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she returned to the donor program for addition procedures, she passed out
in the waiting area and admitted she had had nothing to eat and had run 3
miles. The evaluator judged that her ability to connect her words and actions
put her at risk for poor outcomes should she undergo the surgery. There was
additional concern that her history of anorexia and desire to lose weight was
contributing to her wish to donate an organ.

Case Vignette

A middle-aged man came to the donor program to be considered as a donor
for his employer. He performed maintenance duties at several facilities owned
by the employer. He stated that no one had asked him to come forward but
that he felt that it was the least he could do. During the course of the evalua-
tion, he revealed that his employer was planning to lay off some of his staff
across all departments, including maintenance. He denied that he had been
informed of any pending layoff involving his own position. However, he was
found to have a number of medical morbidities that would have made him a
poor donor candidate. It was determined that he should not go forward with
donation secondary to medical contraindications and in light of concerns
about his psychosocial circumstances.

Finally, the process and timing of the psychosocial evaluation deserve consider-
ation. Given the donor program’s mandate to preserve donor safety and well-being,
it is important to ensure (when possible) that the evaluation process is not rushed
and that there is time to build enough trust with the prospective donor that he/she
will feel able to openly discuss all of the issues raised in the evaluation. While this
can sometimes be difficult with related donors due to the urgency of the intended
recipient’s medical condition, with unrelated donors—particularly anonymous non-
directed donors—time pressures are generally lessened or minimal. With all donors,
however, it is important to allow some time for the prospective donor to reconsider
his/her decision based on all of the information provided by the donor team (i.e., a
“cooling-off” period), as well as time to have additional consultation with the ILDA
as a follow-up to the completion of the medical and psychosocial evaluation.

The Informed Consent Process: Special Considerations
with Unrelated Donors

The informed consent process and the role of the ILDA in this process are discussed
in Chap. 18. Here, we focus on issues of particular concern that arise during the
informed consent of unrelated living donors [7, 11, 14].
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Coercion or Undue Pressure to Donate

Unrelated prospective donors may have come forward due to pressure from others.
This pressure may be psychological or financial, and the risk may be accentuated
when donors are responding to public solicitation, when they come from very poor
socioeconomic circumstances, when they are in a subordinate position relative to
the intended recipient, or when they are involved in paired exchange donation. With
respect to public solicitation, internet or other media advertising that facilitates
strangers learning about the needs of individual transplant candidates may pres-
ent a compelling case for the need that is couched in desperate and emotion-laden
terms which elicit a strong psychological response from readers of the messages. A
potential donor has this response in the absence of also receiving other information
on alternative treatment for the ill individual, or other risks or benefits of donating
an organ. Such solicitation may result in prospective donor feelings of high com-
mitment to donation that may be difficult to modify once additional information is
provided by the donor program [7].

Individuals’ vulnerability to coercion or pressure may also increase if they come
from poor socioeconomic circumstances because they may perceive there could be
some personal or financial gain from donating. Indeed, there have been widely pub-
licized cases involving the offering of financial incentives or demands for payment
at the time of solicitation [18-20], despite the fact that it is a federal crime for any
person to knowingly acquire or otherwise transfer any human organ for anything of
value such as money or property. It is not difficult to understand, however, that an
individual in desperate economic circumstances would see donation as an option;
this in fact is not an uncommon motivation in some other countries where organ
vending is accepted [21, 22].

Finally, as we noted earlier, individuals who are in subordinate positions to the
intended recipient may perceive or experience external pressure to volunteer to do-
nate. They may worry about losing a job (as implied by a case vignette earlier), or
they may feel that it would increase their chances of advantage within their work-
place, or advantage within the type of relationship they have with the intended re-
cipient (e.g., between a student and a teacher).

Exchange donation presents additional opportunities for coercion or pressure.
Paired exchanges and domino chains are swaps or exchanges between donor—re-
cipients pairs where ABO- or crossmatch incompatibility is a barrier. When an ex-
change donation is offered to overcome incompatibility, prospective donors who are
ambivalent, reluctant, or feel otherwise pressured to donate can no longer rely on a
medical reason for not undergoing the surgery [23]. Donors may also feel as if the
psychological benefit of donation may be more “diffuse” because their organ will
not go to their intended recipient with whom they do have a relationship [23]. This
may cause greater psychological pressure on the donor because the donor is now put
in the position of being asked to give a kidney to a stranger rather than to a loved
one [24]. A survey of donor attitudes toward a very specific type of exchange (al-
truistic unbalanced paired kidney exchange) showed ambivalence by donors about
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this type of exchange, with participation in the exchange being more likely if the
recipient was known [25]. Most worrisome was the expression of concern by half
the donors that the opportunity to participate in the exchange would place unwanted
pressure on them [25]. The psychosocial evaluator as well as the ILDA must care-
fully cover these issues in order to provide potentially vulnerable donors adequate
protection from coercion or distress.

Although domino chains are limited by the exchange between two or more do-
nor recipient pairs, a variant is for a nondirected donor to begin an extended chain
unrestricted by the requirement for reciprocal matching. This may then facilitate
many more transplants at higher compatibility levels. Although nondirected do-
nor-initiated chains are considered a major breakthrough in kidney donation, the
high publicity of these chains increases the potential for coercion. As touted by
the National Kidney Registry, “chains are a way for one Good Samaritan donor
to help many patients get transplants instead of just one person” [26]. The most
highly publicized chain to date, “Chain 124,” occurred in 2011 and was described
as “a selfless action of donating to a total stranger” that “saved 30 lives and for-
ever linked 60 people across the country” [27, 28]. It is not hard to imagine the
possible psychological coercion of feeling able to save 30 lives or being revered
as such a hero.

At the end of chains that are begun by nondirected donors is the “bridge donor,”
i.e., an individual who is a member of the last pair in the chain and who could
have donated to a transplant candidate on the deceased donor wait list, or who in-
stead may wait and initiate a continuation in the chain. The potential for pressure
or subtle coercion of this individual exists as well [29]. For example, the bridge
donor’s circumstances may change as time passes: When they are finally called to
donate, they may feel that they are unable to do so for any number of reasons. Thus,
perhaps their family member who received a kidney has not done well and they are
the primary family caregiver; perhaps they have now lost their job and their socio-
economic circumstances have become very unstable. Yet, to the extent that others
state or imply that they (or any other potential donor in the chain) are “reneging”
in their obligation or failing to abide by a moral contract to donate, this could have
a powerful coercive effect. These sentiments are also expressed by those involved
in orchestrating chain donations. When a prospective donor in Chain 124 withdrew
for “personal reasons,” it was described that the donor “just put 23 patients at risk”
[30].

For all of the scenarios described earlier, the ILDA has a critical role determining
whether the prospective donor has freely made the decision to donate. The ILDA’s
obligation is to put the donor’s rights and interests ahead of the wishes of anyone
else, including the intended recipient and the intended recipient’s transplant team.
The presence of coercion means that this obligation to the donor can become chal-
lenging to uphold. A prospective unrelated donor experiencing coercion may have
already decided on their own that donation is the best (or only) option. This may
then put the ILDA in the position of appearing to the donor to not be supporting
what the donor feels is best. The donor may very well feel that the ILDA is not ap-
pearing to act as their advocate at all. In such circumstances, it will be important
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for the prospective donor to understand that the ILDA must not only advise the
individual and serve as a resource, but also uphold the ethical mandate to promote
the individual’s safety and well-being. Indeed, this mandate is shared by everyone
on the donor team.

Benefits vs. Risks of Donation

There are several features of the benefit vs. risk issue that are distinctive for unrelat-
ed as opposed to related donors. As we discussed in the context of the psychosocial
evaluation, prospective donors must show an understanding of the risks and benefits
of the donation surgery, both for themselves and for the intended recipient. This is
important in order to determine that they have the psychosocial resources necessary
to undergo the process (e.g., availability of supports during the recovery period, and
financial resources in the event of unanticipated expenses). It is also important in
terms of informed consent. Unrelated prospective donors who are vulnerable to co-
ercion or pressure to donate due to their socioeconomic circumstances, for example,
may focus on only the possible benefits but not the risks of donation [21, 22]. Indi-
viduals who are seeking to donate because they desire personal psychological gain
(e.g., to make up for past wrongs or to achieve recognition from others) may also be
driven by a focus on such benefits without recognizing the real risks.

Prospective donors must demonstrate an understanding of the risks, benefits,
and alternative treatments available to the recipient. Unrelated donors, particularly
those who have no personal connection to the transplant candidate, may have diffi-
culty understanding these elements or feeling personally affected by them: to some
extent, they are likely to seem “theoretical” or “hypothetical.” The prospective un-
related donor, unlike a related donor, may have not observed a loved one live with
the illness leading up to a need for transplantation and will not have experienced
the fear of losing the individual to death as a result of surgery (or as a result of not
having the surgery). Thus, learning about probabilities associated with recipient
outcomes may have limited significance to the unrelated donor.

The benefit-to-risk ratio is also different in unrelated donors compared to bio-
logically or emotionally related donors [7]. Related donors are likely to personally
and psychologically benefit from seeing their loved one’s health improve with
transplantation. However, unrelated donors assume risks to their own health and
well-being without necessarily having any opportunity to share in the benefits
reaped by the recipient. Lack of a connection to the recipient and the attendant
known or direct benefits of contributing to their health therefore lead back to the
question of the unrelated donor’s motivations. Thus, a complete understanding of
motivation is not only a prominent issue in the psychosocial evaluation, but also
ultimately will affect the ILDA’s determination that the prospective donor can give
informed consent.
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Confidentiality

Given the ILDA’s obligation to the prospective donor, confidentiality is a critical
concern. Anonymous donation and donation from individuals with minimal social
connections to the intended recipient bring some unique concerns in this area. There
must be heightened attention by all members of the donor team and recipient team
regarding what information, if any, is transmitted to the intended recipient, as well
as what information about the recipient is given to the donor. We noted previously
that donors must understand the risks, benefits, and alternative treatment available
to the intended recipient. Yet, this information must be provided so as to safeguard
the recipient’s medical information. In addition, unrelated (and, in particular, anon-
ymous) donors and recipients may ultimately be curious about each other and want
to know more or meet each other after donation. In one survey, for example, 85 %
of anonymous donors reported that they had met their recipient [31]. Alternatively,
some anonymous donors may desire not to meet their recipient. In some exchanges
and chains, some donor—recipient pairs may not wish to meet any other pairs; this
has been the case in some highly publicized chains, even though the majority of do-
nors and recipients have eventually met. A donor’s desire to remain anonymous (or
pairs’ decisions not to meet other pairs) may not be understood by the recipient(s),
or may be misinterpreted as a rejection. Protocols should be in place within donor
programs to offer guidelines for the circumstances under which previously anony-
mous individuals can decide to meet, with strategies available to help ensure that
neither donor nor recipient (nor donor—recipient pairs in exchanges) feel pressured
or otherwise compelled to do so.

Follow-Up After Donation: Special Considerations with
Unrelated Donors

Ability to Follow Up Donors After Donation

The submission of information about living donors to the OPTN is required through
the 2 years post donation [16]. With recent policy modifications, submitted infor-
mation for kidney donors must be complete for the majority of donors (i.e., donors
must be reached and assessed and cannot be simply marked as lost to follow-up or
not contacted). It is likely that such requirements will go into effect for liver donors
within the next several years as well. The purpose of collecting such information
is to work to ensure the safety of living donation and to provide data on adverse
outcomes post donation. We know of no evidence to date that unrelated donors are
more (or less) difficult to follow up post donation. On the one hand, one might sug-
gest that unrelated donors would be more difficult to track because there are fewer
potential ways to remain in contact or relocate them; for example, their lack of
close (or any) ties with the recipient means that neither the recipient nor their family
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would necessarily be of any assistance in relocating the donor. On the other hand,
unrelated donors have often had to take much greater initiative to be evaluated and
to engage in organ donation; their commitment to the process may make them easier
to follow up after donation.

Psychosocial Outcomes

Although the literature on unrelated donors post donation is scarce, there is little
indication to date that their general medical or psychosocial outcomes differ from
those observed in related donors [32]. For example, in a recent study, Rodrigue
et al. compared a sample of anonymous kidney donors (including nondirected and
directed donors) to a group of related donors [31]. The two groups reported similar
levels of psychological benefits and health consequences of donation. The groups
also did not differ in quality of life, financial consequences of donation, or general
satisfaction with having donated. Massey et al. [33] obtained similar findings. Both
reports indicate some evidence, however, that anonymous donors may be more like-
ly than other donors to experience negative reactions by others regarding their deci-
sion to donate anonymously, and these reactions may cause distress for the donor.
Finally, one small report of kidney exchange participants found no evidence that
these individuals required additional psychosocial services or practical or emotional
support after donation [34]. No studies have compared outcomes among unrelated
vs. related living liver donors.

An important concern is whether recipient outcomes would have similar or vary-
ing impact among unrelated vs. related donors. On the one hand, the lack of a close
connection between unrelated donors and their recipients might lead to less distress
in unrelated donors in the event that the recipient has significant posttransplant mor-
bidity or does not survive. Alternatively, given the lessened likelihood of observing
even short-term benefits for the recipients that would be observed by related donors,
unrelated donors may feel even more devastated at learning of the death of their
recipient because this might be the only specific information they have about the
recipient’s outcomes. This supposition is supported by recent work by Lentine et al.
[35]. Although the donor program would engage in mandated follow-ups with these
donors as they do with all donors, the ILDA should consider contacting donors as
well; additional contact with unrelated donors, particularly in the wake of the recipi-
ent’s death, may need to be tailored to recognize how the impact of this death may
differ in unrelated vs. related donors.

Conclusion

A living donor’s relationship to a transplant recipient falls along a continuum of
biological and emotional connection. Although the group we have described as
unrelated donors are alike in having no biological link to their recipients, they are
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heterogeneous in their degree of closeness to their recipient. Despite this hetero-
geneity, we have delineated certain issues that arise in the screening, psychosocial
evaluation, and informed consent process before donation that warrant special con-
sideration in all unrelated donors. Many of these issues are linked to each other:
Motives for donation assessed during the psychosocial evaluation are inevitably
related to whether prospective donors have been coerced or been pressured to come
forward; desire for recognition or expectations of post-donation benefit are related
to understanding the benefits and risks of donation. Thus, the psychosocial and in-
formed consent processes are ultimately overlapping and interwoven, and the ILDA
will have a key role in interpreting the information collected in both processes and
integrating them. Strategies for the inclusion of unrelated donors in living donation
continue to expand, with major developments in kidney paired exchange and chain
donation. The ILDA must bear in mind the implications of these new strategies for
both the evaluation and informed consent of unrelated donors, and consider the
challenges that can arise in advocating for donors in these situations. Although we
have little information regarding unique issues in unrelated donors post donation,
the fact that this segment of the donor population has grown so greatly within organ
transplantation in the past 20 years points to the need to carefully monitor their out-
comes post donation in order to maximize their safety and well-being.
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Chapter 12

Education of the Donor by the ILDA
(Psychosocial Aspects)

Marjorie A. Clay

Primary-care physicians frequently point out that a high percentage of diagnoses
can be determined by a careful, thorough interview. Although they disagree about
the actual percentage of correct diagnoses based on complete history alone (esti-
mated between 70 and 90 %), they accept the view that listening to and eliciting
the patient’s story is a central part of developing an accurate differential diagnosis
and effective problem solving as axiomatic [1-3]. So it is with the psychosocial and
educational portions of the evaluation of living donors (LDs): if these early stages
of the evaluation are done well, the transplant team’s attention can be focused on
the candidates most likely to proceed to donation. As the medical literature indicates
that nonacceptance of living donors ranges from 13 to 36 % [4—6], it is clear that
transplant programs will save significant time and effort by discovering those can-
didates who may withdraw or be rejected as potential LDs early in the process. The
thesis of this chapter is that a robust psychosocial evaluation, one that includes as-
sessment by the independent living donor advocate (ILDA), can frequently uncover
issues that result in the LD candidate’s withdrawal or elimination from the program.
LD programs benefit when unacceptable LDs are identified early in the selection
process, before they have undergone extensive testing or met with multiple health
care providers. An initial evaluation process that includes participation by both the
ILDA and the donor advocate team (DAT) is described. Using this dual approach—
participation by an ILDA as well as DAT—has significant benefits compared to
other modes of evaluation. The training that ILDAs should receive so they are able
to complete a careful and thorough assessment of the potential LD is also discussed.
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Ethics and the Evaluation of Potential LDS

The ever-growing disparity between demand and the availability of transplantable
organs as well as resulting suggestions for increasing donation, have stimulated
much discussion in the transplant community [7-9]. In particular, the expansion
of the LD pool to include donation between nonrelated and incompatible LDs and
the emergence of commercial web sites designed to match LDs and recipients have
once again raised ethical questions about the motivation and voluntariness of the
LD’s decision [10—-12]. An example of this discussion is Biller-Andorno’s recent pa-
per, “Voluntariness in living-related organ donation” [13]. Biller-Andorno describes
conditions that must be met in order for living organ donation to be considered a
morally justifiable option for patients needing solid organ transplantation. After dis-
cussing the potential challenges involved in securing valid informed consent from
LDs, Biller-Andorno proposes that “procedural safeguards” be used to protect the
voluntariness of living donation decisions and suggests that “a clinical ethicist or
an ethics committee might be helpful in integrating voluntariness-enhancing pro-
cedural steps into the algorithms that each institution usually develops for itself.”
Many published guidelines and consensus statements have offered similar sugges-
tions, including the Centers for Medicare and Medicaid, whose requirements were
designed to assure LD safety [14-21]. These guidelines and recommendations pro-
vide a reasonably consistent framework of principles for the evaluation of LDs.
They generally suggest that transplant centers identify either an ILDA or an DAT to
address ethical concerns and to ensure protection of the rights of the LD.

The evaluation of LDs at UMass-Memorial Medical Center (UMMMC) incor-
porates both components: an assessment by an ILDA as well as discussion by the
DAT. The medical center ethicist functions as an ILDA and chairs the DAT, which
consists of the LD coordinator, the LD clinical social worker, a hepatologist, a ne-
phrologist, and the LD surgeon. With the exception of the LD surgeon who needs
to know the health status of the recipient, the DAT is generally not involved in the
evaluation or care of the recipient.

Evaluation proceeds in two stages for potential kidney LDs and in three stages
for potential liver LDs. This discussion focuses primarily on phase I of both evalua-
tions: The initial screening that is completed before LDs proceed to more extensive
testing. In phase I, the potential LD meets with members of the DAT. The LD coordi-
nator provides organ-specific education, takes a complete medical history, describes
the evaluation process, and obtains consent for the evaluation, using a consent form
that meets the requirements for the informed consent of LDs as recommended in
the bylaws of United Network of Organ Sharing (UNOS) [22]. The LD coordi-
nator also provides an overview of the donation procedure, the estimated length
of recovery, and potential limitations that the LD may experience postoperatively.
The LD then undergoes a psychosocial evaluation with the transplant program’s
licensed clinical social worker (LCSW), who determines decision-making capacity,
evaluates for potential coercion, and assesses the ability of the LD and family to
manage the emotional, financial, and physical stressors of donation. Specifically,
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the licensed clinical social worker (LCSW) prepares the candidate for the emo-
tional demands of donation while attempting to anticipate and address any negative
psychosocial outcomes that might result postoperatively. The LCSW also explores
the relationship between the LD and the candidate (e.g., the balance of power and
control between them, what motivated the LD to come forward for evaluation, and
any fears he/she may have about the procedure). Phase I testing concludes with
the ILDA consultation (one ILDA interview is required for living kidney donation,
while two ILDAs evaluate living liver donors). The ILDA meets with the LD to
provide contact with someone independent of the transplant program should the LD
have any concerns about the donation process itself and/or the actions of any health
care provider who has evaluated the donor. The ILDA also assesses decision-mak-
ing capacity, focusing on the nature and extent of the pressure the LD feels about
his/her decision to donate and determining the extent to which the LD understands
and appreciates the impact of donation on his/her life. The ILDA gives the LD a list
of questions developed by the DAT that are designed to help the LD reflect on the
significance of donation from a variety of perspectives (Appendix 12.1, “Questions
to Ask Yourself as You Consider Living Donation”). The ILDA evaluates whether
the potential LD is realistic in his/her assessment of the burdens and benefits of
living donation and attempts to correct any misleading assumptions the LD may
have about the recovery process. Each provider concludes his/her consultation with
a “Provider Sign-Off” sheet that incorporates the important evaluative components
that the team member discussed with the potential LD (Appendix 12.2, “Living
Kidney Donor Evaluation Independent Donor Advocate Sign-Off”). The potential
LD also signs the form to verify that each item was discussed and to acknowledge
his/her understanding of the education provided.

At the conclusion of phase I of the evaluation, the DAT meets to determine if the
potential LD meets criteria for proceeding with evaluation. Although they may over-
lap at times, the questions asked by each member of the DAT are focused on differ-
ent components of an LD’s fitness for donation, and different kinds of information
are elicited. The team discusses the potential LD’s suitability for living donation,
sharing information gained from all three interviews. Any remediable concerns that
emerge during the discussion are assigned to an DAT member for follow-up. For
example, if a potential LD has not yet developed a reasonably detailed after-care
plan, an DAT member will call at a later date to check on the LD’s progress.

If the DAT determines that the LD (1) has no contraindications, (2) is not being
unduly pressured to donate, (3) has not received or been promised any “valuable
consideration” for donation, (4) is fully informed about the risks and benefits of
donation and understands the information he/she has been given, (5) is aware that
he/she may withdraw from donation at any point in the process, including the morn-
ing of surgery, and (6) all concerns have been addressed, the LD may proceed to
the next phase of the evaluation process. A formal, written recommendation is sub-
mitted to the Multidisciplinary Selection Committee documenting the LD’s status
as a candidate for living donation, based on the results of the phase I assessment.
(Appendix 12.3, “Donor Advocate Team Report™).
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Although somewhat labor-intensive, this combined ILDA-DAT approach has
demonstrated several significant advantages over approaches that rely on a single
ILDA or DAT to evaluate potential LDs. Included among those advantages are the
following:

1. Discussing information gained from three separate perspectives allows the DAT
to develop a multidimensional understanding of the potential LD. If discrepan-
cies exist between information given by an LD to two or more ILDT members,
the LD can be asked specifically about the topic that elicited those divergent
responses. In addition, any concerns that emerge can be remediated by helping
the LD develop a plan to address them (e.g., smoking cessation, losing weight,
and arranging childcare). If concerns were identified during the evaluation, a
member of the DAT is assigned to check in with the LD to help resolve the issue.
If the LD is successful in addressing concerns raised by the DAT, a follow-up
DAT meeting is held during which the LD receives approval to proceed to the
next stage of the evaluation.

2. A single person acting alone cannot veto an LD’s candidacy for donation during
phase I of the evaluation. Using a team approach reduces the effect of subcon-
scious biases or assumptions that may negatively affect a judgment about an
LD’s suitability for donation and augments the possibly limited information that
would be obtained from a single interview. For example, if an DAT member is
concerned that a LD’s personality, lifestyle, or mental health issues may impede
recovery, that concern is discussed at the DAT meeting, and accommodations or
options can be explored.

3. Separating the ILDA role from the LCSW role and ensuring that the ILDA is not
part of the transplant program allows the LCSW to focus more attention on the
LD’s emotional stability and to spend more time exploring the LD’s support sys-
tem and coping skills. Adding an ILDA who is not part of the transplant program
to the team ensures that the LD has someone who can clearly distinguish what
is in the LD’s best interests from what might benefit the program. For example,
independence from the program enables the ILDA to vote against accepting a
specific LD without fear of real or perceived repercussions. Being independent
also means that the LD can discuss with the ILDA any negative experiences he/
she might have had with members of the transplant program (e.g., perceived
pressure, downplaying of negative or equivocal results from medical tests, unex-
plained delays because the provider is behind schedule, lack of respect, or inap-
propriate comments).

4. The DAT approach gives LDs three separate opportunities to find someone with
whom they can connect and to whom they might be more willing to disclose
important concerns or doubts. The importance of developing trust and eliciting
these issues early in the evaluation process cannot be overstated.

5. Repetition of information about living organ donation, multiple opportunities to
ask LDs about their knowledge of risks and benefits, and different approaches
to the LD’s support system and living situation help insure that the information
gathered by the DAT is both accurate and complete. Repetition also reinforces
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the importance of certain themes: the ability to withdraw from the program at
any point, a realistic assessment of what postoperative recovery entails, and a
commitment to remain in contact with the program for the purpose of collecting
postdonation data.

6. The DAT recommendation saves time and resources by identifying LDs who are
clearly not suitable or who have not fully committed to donation. These potential
LDs are evaluated and screened out before proceeding to more extensive tests
and meetings with other providers (hepatologists, nephrologists, and LD sur-
geons) during phases II and III of the evaluation.

Assessing Capacity to Consent

The most important task in the ILDA interview is to assess the LD’s capacity to
make a valid, informed decision about living organ donation. In order to accom-
plish that task, the ILDA must assume and blend the roles of investigative reporter,
teacher, and counselor. As a reporter, the ILDA seeks the LD’s story: Who is this
person? Can the LD explain why he or she wants to donate an organ for transplanta-
tion? How did he/she arrive at the decision to donate? Did the potential recipient
ask the LD to be evaluated as a potential donor? Does the LD feel internal pressure
to donate, and if so, how ambivalent is he/she about the decision? How have family
members and friends reacted to the LD’s plans? Will the LD have adequate post-
operative care and support? These questions and many others like them are aimed
at assessing the information the patient has, as well as determining how the LD is
using the information to plan for surgery and recovery. Multiple approaches can as-
sist the ILDA during the interview, such as the use of open-ended questions (“How
did you decide you wanted to be evaluated as a potential LD?”’), modified role-play
(“Imagine that someone in your family asks you to explain what is involved in
donating an organ to another person. What would you say to them?”’), and direct
questions (“What are you most concerned about?””). This part of the interview also
gives the ILDA an opportunity to supplement the information that the LD has col-
lected from other sources, since he/she may have an incomplete or inaccurate un-
derstanding of the risks of donation, the length of time necessary to ensure recovery,
the importance of postoperative lifting restrictions, and other similar topics. In this
role as teacher, the ILDA checks and corrects the LD’s knowledge base by asking
questions (“Can you tell me about the risks of organ donation?,” and “What do you
know about the long-term effects organ donation may have on your health?”), pos-
ing hypothetical situations (“What will your family do if you have a complication
from surgery and have to be out of work for much longer than you anticipated?”),
and playing “devil’s advocate” (“How would you respond to someone who says that
healthy people should not be allowed to put themselves at risk of harm by donat-
ing an organ to another person?”). At the same time, the ILDA will ask questions
that encourage patients to reflect further on their decision to donate, their motives
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and expectations, and the impact of this decision on their lives. This part of the in-
terview requires that the ILDA assume a counseling role: listening intently to both
what the LD says and does not say and asking questions that encourage the patient
to think more deeply and/or explain more fully his/her thoughts and feelings about
the donation decision (e.g., “What does the act of donating your kidney/lobe of liver
mean to you?” and “What difference do you think it will make in your life?”)

For the last 25 years, in multiple books and papers, Paul Appelbaum and his col-
leagues have been developing a comprehensive theory of informed consent derived
from case law and empirically tested in a variety of clinical settings and with dif-
ferent patient populations [23-27]. Two components of their approach to informed
consent are particularly relevant to living organ donation: first, the characterization
of consent as a process, rather than as an event; and second, the clarification of
standards for assessing decision-making capacity. According to their analysis of
consent, the traditional “event” model sees consent as a discrete act, taking place
at a circumscribed period of time, usually ending with the patient’s signature on a
form. In contrast, the “process” model views consent as a dialogue or negotiation
between physicians and patients over the goals of treatment and how the patient
chooses to address those goals. Acknowledging that the event model may be a bet-
ter “fit” with how hospital- and clinic-based medicine is organized, Appelbaum and
colleagues argue that because it is not patient-centered, it does little to foster a good
doctor—patient relationship and even less to ensure that patients understand the in-
formation they have received [23]. Thus, while it may satisfy the “letter of the law
(the minimal legal requirement),” it violates the “spirit of the law”: active patient
participation in the decision-making process.

In contrast, the process model offers a view of the physician and the patient both
engaged in a negotiation about the choice of treatment. Each is a member of the
treating team, and each brings values and expectations to the encounter [23]. The
physician shares specialized medical information about the nature, purpose, risks,
and benefits of the treatment options; the patient has contextual and historical infor-
mation that explains how he/she will evaluate the information presented. Together,
through what Appelbaum and colleagues call “a process of mutual monitoring,”
they decide on the best treatment choice for this particular patient at this specific
time, not a “one-size-fits-all” recommendation made in the absence of the patient’s
participation [23].

Although developed as a commentary about obtaining informed consent for
treatment, the event-versus-process distinction also usefully applies to consent for
living organ donation. In the case of organ donation, the medical team has important
medical information to convey about the donation procedure, its risks and possible
complications, length of hospital stay, length of recovery process, and similar is-
sues, while the patient has information about his/her health history, personal values,
attitudes about donation, responsibilities, and expectations. A donation decision re-
quires that the medical facts and the LD’s personal history and values be brought
together so that the LD can understand what the medical information means in the
context of his/her life. As the evaluation proceeds, the LD gathers more detailed
knowledge about specific risks of donation, given his/her unique health history,
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and also has the opportunity to discuss donation with a number of providers, all of
whom are knowledgeable about transplantation. At UMMMC, LDs are also strong-
ly encouraged to speak with one or more previous LDs who donated through our
program, so they can ask questions about pain control, recovery, and return to previ-
ous levels of energy and activity. All of these components are part of the informed
consent process, and are given enough time so that the LD feels well prepared for
donation. The fact that living donation requires that a healthy LD put himself/her-
self at risk for the good of another person intensifies the need for this deliberate
process of shared decision-making and also raises the stakes if the process is rushed,
truncated, or ignored.

Applebaum and colleagues have also developed an evidence-based approach
to assessing decision-making capacity that is useful in assessing LD consent [27].
They began by reasoning that the best way to assess capacity is to mirror the de-
cision of a judge, if this case were being adjudicated during a competency hear-
ing. “The key question to be answered,” Appelbaum wrote, “is, ‘Does this patient
have sufficient ability to make a meaningful decision, given the circumstances with
which he or she is faced?’ ” Analyzing case law, they found that competency ad-
judications typically involve four functional standards. In order to be considered
competent, patients must demonstrate all four of these abilities: (1) the ability to
make and communicate a decision, (2) the ability to understand the information that
has been given to them, (3) the ability to give cogent reasons for their decision, and
(4) the ability to appreciate the impact the decision will have on their lives.

Some of the most difficult ethical questions in medicine involve “continuum
concepts”: a single idea or term that encompasses a range of possibilities, moving
from one extreme to another (e.g., from problems with nausea to death). These
concepts require first, that we be able to draw a line on the continuum that marks
an important distinction (“this,” but not “that”), and second, that we be able to ex-
plain why we placed the line at that point, rather than at any other location on the
continuum. Different people can draw different lines on the same continuum, and
at times, the debate about which point is the “correct” place to draw the line can
become rather protracted.

In many ways, the concept of decision-making capacity encompasses a similar
continuum of possibilities. Most people would probably agree about the extremes
of the range: A floridly psychotic individual does not have capacity, and neither
does someone in a persistent vegetative state (PVS); an awake, alert patient with
no impairments of cognitive function (e.g., no trauma, no narcotic or psychotropic
drugs on board, and no congenital defects), on the other hand, probably does meet
the criteria for capacity. It is the gray zone between the extremes that requires care-
ful consideration and judgment. For example, consider the disclosure requirement
of consent: How much information is enough to ensure a well-informed decision?
Where on the continuum, from “what the transplant surgeon knows” to what In-
gelfinger [28] famously referred to as “informed (but uneducated) consent,” is the
line that identifies successful disclosure and comprehension? In other words, how
much information does the LD need in order to be both informed and educated? Is
the ability to paraphrase what the LD has heard an adequate test of comprehension?
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Similar questions can be asked about voluntariness. On a continuum that extends
from threats of physical or psychological harm at one end (coercion, being forced
to do something against one’s will) to no overt influence at all, at the other, where
do we mark the boundaries of “persuasion,” “manipulation,” and “simple influ-
ence”? Are we more willing to accept internal pressure, perhaps because it is rooted
in sincere regard for the intended recipient, than we are willing to accept external
pressure, in the form of conscious or unconscious manipulation by the recipient
and/or the LD’s own family? What of the LD who discovers that he/she is the only
match, or the only medically acceptable LD, within the family? Does the fact that
everyone else has been ruled out exert undue pressure on this LD to follow through
with donation?

The ILDA Interview: Sample Questions

As noted earlier, the medical literature documents the great variation that currently
exists among transplant programs regarding the use of procedural safeguards for
protecting LD safety and autonomy. It is very likely that even more variation exists
in the content of the ILDA interview itself. The following questions are representa-
tive of areas that should be explored during the ILDA interview, with a brief discus-
sion of the information about the LD that may be elicited by them.

*  “How did you find out the recipient needed a kidney (or liver) transplant? Were
you asked?” With this question, the ILDA can determine whether the LD is un-
der pressure to donate, whether the recipient has offered the LD any compensa-
tion (money, trips, and major purchases) as an incentive, or whether the LD feels
any tacit or explicit pressure to donate. For example, if the candidate has been
repeatedly calling the potential LD to see if he/she “has called the transplant
center yet,” or has expressed no reservations or concerns about the risks of dona-
tion to the LD, it is likely that the potential LD feels that he/she is expected to
donate, regardless of his/her own preferences and/or the risks to his/her health.
One potential donor was contacted after years of no contact by the wife of a man
who needed a kidney transplant. The wife offered to fly the donor cross-country
to our center for evaluation. During the ILDA assessment, the donor was hugely
ambivalent. On the one hand, she had serious reservations about donation and
kept mentioning a variety of practical concerns (e.g., the effect of missing so
much time from work, the lack of income during recovery, and limited support
available). Yet, she felt totally unable to admit to her friend that she did not want
to donate her kidney. Even during the ILDA interview, the LD was unable to set-
tle on a decision about donation, talking herself into and out of the idea several
times. When the ILDA reflected the donor’s indecision back to her, explained
the importance of voluntariness, and reassured her that the program would not
disclose information from the evaluation to the potential recipient’s wife, the LD
was finally able to admit how much pressure she had felt to proceed with the
donation. She subsequently withdrew from consideration.
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*  “How did you make the decision to donate your kidney (or lobe of your liver)?”
The ILDA asks this question to understand how the potential LD arrived at the
decision to donate: What was the process? What factors did the patient consider
as he/she made the decision? Has he/she fully considered the impact of the deci-
sion on the family, present or future employment, and future health status? Is the
decision the result of an orderly thought process, or is it the result of an impul-
sive, though perhaps misguided, desire to help a friend or a stranger? Consider a
man who, in the middle of a conversation with a woman he did not know, after
hearing of her son’s need for a liver transplant, immediately responded, “I am
going to donate part of my liver to your son.” When he called our program and
was told that he could not be a living liver donor because he did not have a rela-
tionship with the woman’s son, he decided during that same telephone conversa-
tion that he wanted to be evaluated as a nondirected kidney donor instead. One
might be inclined to reject this candidate on the grounds that such a spontaneous
decision to donate an organ to a stranger does not satisfy the third and fourth
standards for assessing capacity (i.e., the LD could not give reasons for his deci-
sion, nor did he seem to appreciate the impact this decision would have on his
life). However, as the conversation with the ILDA continued, it became clear
that this decision was similar to other decisions he had made throughout his life.
In other words, his decision was “authentic,” congruent with values he had held
for many years. He was, as his history amply illustrated, an impulsive, generous,
and altruistic person who explained his reasons for wanting to donate by saying
simply, “This is who I am. This is the kind of life I want to live.”

*  “How has your spouse (family, friends, etc.) reacted to your decision?” Living
organ donation is an emotionally and physically demanding challenge. Does the
LD have support from his/her friends and family members? Is anyone among the
LD’s family/friends expressing misgivings about the decision? Is anyone strong-
ly opposed? When the LD is recovering from the donation procedure, will any-
one be criticizing the decision, or belittling the LD for having donated? Will the
donation have a negative impact on the LD’s current relationships? These ques-
tions address two potential barriers to living donation: first, the context within
which the donation is occurring, and second, whether the LD has expectations
that he/she has not yet expressed.

*  “Have you talked to your supervisor about your need to be absent from work
for an extended length of time? ” These questions are part of the ILDA’s assess-
ment of the financial impact that living donation will have on the LD. It is also
an opportunity to encourage the LD to think about details he/she may not have
adequately explored. Will the LD receive income during the time he/she is re-
covering from surgery? Does living donation represent a financial hardship for
the LD/family? Does the LD have contingency plans in place if absence from
work turns out to be longer than expected?

o “What is your plan for postoperative care?” Some LDs have vague plans for
their recovery at home, following surgery. The ILDA assesses whether these
plans are realistic and specific, and encourages LDs to develop such a plan if
they have not yet done so. For example, it is disconcerting to hear a potential LD
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say, “I think my brother will help out,” as opposed to an LD who talks about a
rotation schedule already created by friends and family members to ensure that
someone will be available when needed.

»  “What are you most concerned about?” How the LD answers this question can
be very revealing. By listening carefully to what the LD says, and addressing the
issue directly, the ILDA can gain insight into issues that may become barriers
to donation. For example, if the LD mentions topics such as employment, child
care, and financial concerns, it may be that he/she is conflicted about the deci-
sion in a way that should be addressed and resolved before proceeding with the
evaluation.

o ““What if” the transplant fails?” Although transplant centers do not anticipate
bad outcomes, no one knows what may happen in the future. This question allows
the ILDA to assess the potential LD’s emotional resiliency and coping strategies.
The ILDA can also encourage the LD and recipient to have a “heart-to-heart”
conversation about the possibility of adverse events, so that each knows that the
other is as prepared as possible if an unexpected outcome does occur.

o ““What if 'you have a serious complication?” Once again, the point of this ques-
tion is to discover what resources the LD has for dealing with a difficult donation
process. The ILDA focuses on the impact that a prolonged recovery would have
on the LD’s living situation, job, family, and finances, and encourages the LD to
discuss this possibility with his/her spouse, significant other, or other person(s)
who will be affected by an adverse event. For example, what will be the financial
impact of a delay in returning to work? How will child care be handled if the LD
is the person primarily responsible for child care? Will small children understand
why their mother/father/grandparent cannot do the things they normally do?

How potential LDs respond to these last two questions can help the ILDA gauge
whether LDs are beginning to appreciate the seriousness of their decision and the
potential impact the decisions will have on their lives (one of the four standards for
assessing decision-making capacity discussed earlier). For example, if LDs respond
by saying, “Oh, that will never happen,” or “I do not want to think about anything
negative,” or “The hospital makes you say that, right?” (treating questions about
risks as simply a pro forma exercise rather than real possibilities), the ILDA can use
their response as an opportunity to reinforce the idea that living organ donation is a
serious decision with the potential for having unexpected, adverse outcomes.

ILDA Training

At UMMMOC, the training of new ILDAs begins with the ILDA Training Man-
ual, a compilation of the job description, relevant hospital policies, basic infor-
mation about medical ethics, Health Insurance Portability and Accountability Act
of 1996 (HIPAA), and samples of all the forms and documentation used for the
initial evaluation, including the information packet that potential LDs receive
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(Appendix 12.4, “Contents of ILDA Training Manual”’). The medical ethics section
of the manual is focused on organ donation and includes a pre- and post-test with
vignettes of challenging cases, with correct answers and discussion of the cases
provided so that ILDAs can assess their knowledge base (Appendix 12.5, “Medical
Ethics Pretest”). During the next stage of the training process, the prospective ILDA
supplements his/her understanding of the donation process by observing any or all
members of the team as they interact with the LD: the LD coordinator, who does the
initial intake interview and reviews the consent for evaluation; the transplant sur-
geon, who explains the surgical procedure, its risks and possible complications, as
well as the postoperative follow-up plan; the LCSW, who discusses the LD’s coping
skills and the nature of the relationship between the LD and the recipient; and the
ILDA, who assesses the potential LD’s decision-making capacity, how well the LD
understands the information he/she has received, and whether the LD feels under
any pressure to donate. The prospective ILDA then interviews a potential LD while
being observed by a more experienced ILDA, who provides feedback. The ILDA
begins evaluating LDs independently when he/she feels ready to do so.

What should an ILDA know about medical ethics? No doubt every medical
ethicist who is asked this question will respond with a different list, but it would
be surprising if the following topics were not included on most of them: (1) the
twentieth-century emergence of the principle of autonomy and its requirement of
informed consent, (2) the distinction between intrinsic and instrumental value and
its connection to autonomy, (3) the correlative theory of rights and duties, and (4)
principles of distributive justice. While it is beyond the scope of this chapter to offer
a detailed discussion of each of these topics, a few points about their interrelation-
ships are worth noting, because the role of the ILDA is primarily derived from them.

ILDAs are charged with promoting and protecting the LD’s autonomy. What is
striking about this mandate is that it would not even have made sense prior to the
twentieth century. For Hippocrates and centuries of practitioners after him, deci-
sion-making in medicine was guided by two values: beneficence and nonmalefi-
cence. The most succinct formulation of these values can be found in his Epidemics:
“Declare the past, diagnose the present, foretell the future; practice these acts. As to
disease, make a habit of two things—to help, or at least to do no harm” [29]. On this
view, patients are seen as the passive beneficiaries of the physician’s art and experi-
ence. In fact, the less they are told about their situation, the better, as Hippocrates
advises in On Decorum:

Perform [the duties of the physician] calmly and adroitly, concealing most things from the
patient while you are attending him. Give necessary orders with cheerfulness and sincerity,
turning his attention away from what is being done to him; sometimes reprove sharply and
emphatically, and sometimes comfort with solicitude and attention, revealing nothing of the
patient’s future or present condition [30].

Physicians following Hippocrates’ advice would find the concept of informed con-
sent quite alien, as Katz observes in his book, The Silent World of Doctor and Pa-
tient. Katz argues that doctors believed that the practice of medicine required them
to attend to their patients’ needs on their own authority, without consulting their
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patients about the decisions that needed to be made. He adds, “The idea that patients
may also be entitled to liberty, to sharing the burdens of decision with their doctors,
was never part of the ethos of medicine [31].” To illustrate the accuracy of Katz’s
observation, consider this reaction to the emergence of autonomy, one of many
similarly impassioned pleas for a return to tradition [32-36]:

We will argue that the currently dominant school in medical ethics, that of a patient auton-
omy-rights model... has been used to subvert values intrinsic to medicine, that it has done
so without adequately establishing the merits of its case, and that the unfortunate result
has been the attempted replacement of the historic medical value system by an ill-fitting
alternative. [32]

However, regardless of how “ill-fitting” it may seem to proponents of traditional
medicine, it is unlikely that patient autonomy will disappear any time soon.
Increased access to education, the empowerment of women as they assumed fac-
tory jobs vacated by men going off to war (e.g., World War II (WWII)’s “Rosie
the Riveter” phenomenon), and increased attention to civil and human rights
all produced patients who were much less willing to place their lives in the
hands of their physicians, at least without knowing what the physician planned
to do. However, beyond these practical and political arguments for recognizing
autonomy, strong personal and philosophical reasons also support autonomy’s
privileged status.

In broad outline, the argument proceeds in four steps. First, we recognize that
autonomy is a value that derives from the fact that people want to choose for them-
selves how they will live their lives. It is a major part of what distinguishes being an
object from being a subject; it distinguishes between being something that is acted
upon from being someone who acts [= a subject/person]. Second, we acknowledge
that persons/subjects have intrinsic value: value that is, in the words of Immanuel
Kant, “in and of and for itself.” This value is not the result of what the subjects do,
they just are valuable, as Kant explains:

The good will is not good because of what it effects or accomplishes or because of its
adequacy to achieve some proposed end; it is good only because of its willing, i.e., it is
good of itself.... [I]f even the greatest effort should not avail it to achieve anything of its
end, and if there remained only the good will (not as a mere wish but as the summoning of
all the means in our power), it would sparkle like a jewel in its own right, as something that
had its full worth in itself. [37]

Later in the Groundwork for the Metaphysics of Morals Kant writes, “[the good
will] must not be the sole and complete good but the highest good and the condition
of all others, even of the desire for happiness.” In other words, intrinsic value is
what makes ethics even possible, because without it, we would be caught in an end-
less regress of derivative values. If each value derives its goodness from some other
value, which derives its value from yet a third value, and so on, the only way to stop
this chain of inferences is to reach something whose goodness is not derivative, but
“just is” good in its own right. For Kant, that end point is autonomy: choices made
under the guidance of reason.

The third step of the argument is to appreciate the practical significance of the
distinction between intrinsic and instrumental value. Unlike human beings, whose
autonomy is intrinsically valuable, objects acquire value only when they are being
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used as a means to an end. According to Kant, our “personhood” depends upon
autonomy, the ability to govern ourselves, to make choices according to our own
values. The reason Kant admonishes us to never treat a person merely as a means
to an end is because to do so is to strip personhood away from him/her, turning the
person into an “object”™—a thing—whose only value is a function of its use. That
is why Kant uses the personhood formulation of the Categorical Imperative as a
test for the moral permissibility of actions: anything that passes the test (i.e., does
not treat a person merely as a means) is morally acceptable, and we may do it, but
anything that fails the test is not acceptable, and we must not do it.

The last step in the argument is to recognize that in fact, we do use people con-
stantly: Our lives consist of networks of relationships within which we both ask for
and provide all kinds of assistance to each other. Consent is the only way we can
legitimately use another human being as a means to an end; it is the reason why
Kant added the word “merely” to his Categorical Imperative (“Act so that you treat
humanity, whether in your own person or in that of another, always as an end and
never merely as a means”). To ask for consent is to acknowledge that other people
have the freedom to say “No,” and to pursue their own agenda instead. It is their
decision, not ours, that permits us to use them as a means to other ends.

Without consent, living organ donation would be vivisection, mutilation, or bat-
tery (“unconsented to touching”) [38]. To ask someone if he/she will consent to the
removal of a kidney/lobe of liver for the sake of another human being is to accept
the possibility that they may refuse (and this is why medical ethicists prefer the
term “informed choice,” rather than “informed consent”). Consent is authorization;
it transforms what would otherwise be considered robbery (taking something from
another person without permission) into altruism (the autonomous decision of a
fully informed person to make a priceless gift).

The correlativity theory of rights and duties maintains that for every right we
have, someone else has a duty. Each right makes a claim of some sort, on a person
or a group. That claim in turn generates a duty on these other parties, either to act or
to refrain from acting (= forbearance) in a certain way. The duty may apply to a spe-
cific, namable person, in which case it is called an in personam duty, or it may apply
more generally to a group of people, referred to as an in rem duty. For example, if
I owe you US$ 100, then you have a right to receive US$ 100 from me, and I have
a duty to pay you US$ 100. Your right, seen from my point of view, is a duty. My
duty, from your point of view, is a right. The claim that you are making on me is that
I actually do something: in this case, I must pay you US$ 100. Rights that generate a
duty to do something are called positive rights. In contrast, a negative right creates
a duty to not do something, which we call a forbearance [38].

Given the ethical primacy of autonomy, and the fact that in the U.S., at least, it
is also considered a right, the ILDA has two extraordinary duties: (1) to protect and
promote the LD’s freedom to choose whether to donate an organ to another person
and (2) to place the LD’s safety and well-being above everything else: the improved
health and longevity of the recipient, the success of the transplant program, and the
reduction of the UNOS wait list. It is a positive duty: It requires that the ILDA do
something. Specifically, the ILDA must assess the validity of all three components
of informed consent: disclosure, capacity, and voluntariness.
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Conclusion

In summary, the ILDA brings his/her intellect, resourcefulness, and diligence to
bear on ensuring that living organ donation is—and remains—an ethical option for
the many people whose lives and health depend on the altruistic acts of others. With
its focus on informed consent—reviewing the candidate’s understanding of infor-
mation disclosed as well as assessing the voluntariness of the decision—the ILDA
interview should be the ethical bedrock of LD programs. A well-prepared ILDA can
also serve an important gatekeeper role, by identifying problems that may prevent
a candidate from proceeding to donation. In this chapter, we have characterized: (1)
a successful two-pronged approach to the psychosocial evaluation, (2), the medical
ethics content that should be part of the ILDA’s training, and (3) examples of how
these resources work together to prepare the LD for donation. Especially in an era
when the demand for transplantable organs far exceeds the availability of deceased
donors, the most important thing we can do is to ensure that living donation contin-
ues to be an ethically appropriate option for those in need of organ transplantation.
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Appendix 12.1

Questions to Ask Yourself as You Consider Living Donation

We have developed questions for you to ask yourself as you consider living dona-
tion. If you want to discuss any of these questions with your Independent Donor
Advocates or other members of the Donor Advocate Team, please call:

* Living Donor Coordinator— < name> <telephone number >
» Living Donor Clinical Social Worker— < name> <telephone number>
* Chair, Independent Donor Advocate Team— < name> <telephone number >

Motivation

* Have I been totally honest with myself about why I want to donate part of my
body to the recipient?

* Am I expecting anything in return for my donation? (e.g., gratitude? publicity?
other kinds of attention? a better relationship with the recipient?) How will I feel
if what I want to happen, does not?
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Potential Pain and Discomfort

* Do I feel adequately prepared to deal with the pain and discomfort associated
with this surgery?

*  Will I be able to communicate my needs—both physical and emotional—to hos-
pital staff and/or my family?

» Can I manage the recovery period without running into problems (e.g., boredom,
anxiety, and nervousness)?

Financial Concerns

* Am I prepared financially for being out of work for months to a year?

» At what point will I become anxious about my lack of income?

* Do I have an adequate backup plan in case I have to be out of work longer than
I expected?

Postdonation Concerns

* Do I have expectations about what this experience will do for me? Are they real-
istic?

» Have I thought about how I will feel if the recipient fails “to take care” of the
kidney (portion of liver) I donated?

» Have I thought about how I will feel if the recipient has serious complications or
does not survive the transplantation?

* Is my family/personal/professional life relatively stable and secure?

» Ifnot, are there things that I can do now to improve the situation?

* Is there anything I can do now that will improve my recovery (e.g., lose weight,
exercise more, and stop smoking)?

» Has anyone among my close friends and family shown disapproval or criticized
me for wanting to make this donation?

»  Will I be able to handle these reactions when I am feeling weak and/or emotion-
ally fragile?

Family Concerns

» Have I spoken to my family about how they will cope if I should have serious,
unexpected complications?

* Do I have a plan in place for my children and/or other dependents if I should
have an unexpected outcome?
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* Does my Health Care Proxy Agent know my treatment preferences if my condi-
tion should deteriorate so that I need advanced medical technology to survive?

* Does my family know who my Health Care Proxy Agent is?

* Do they understand that I have chosen that person to make medical decisions for
me if [ should become unable to communicate with the medical team?

Instructions for the ILDA: How to Introduce These Questions

You can introduce these questions at any point in the interview, but be aware that
many people will begin reading them as soon as they receive them. If that happens,
explain that these questions are theirs to take home and to use as they continue to
gather information and consider donation.

One opportunity to introduce this list into the discussion is after you have
asked the donor if s/he has any questions. Often donors will indicate that they
are pretty overwhelmed with all of the information they have received, and will
probably have questions later, after they have had time to think about their deci-
sion. Remind them that: (1) they are welcome to call any member of the donor
advocate team (DAT), (2) you definitely want to help them come to an informed
decision, and (3) the DAT developed this list of questions based on our experience
with many potential donors. Offer to speak with any family member who may
be especially uneasy about the potential donation. The most important thing is to
reassure them that you are available to them as they come to a decision, to help in
any way possible.

Note In Massachusetts, the Health Care Proxy is the only legally valid form of
advance directives. ILDAs from other states may inquire about the person's Living
Will (or other form of advance directive accepted by in which they practice.
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Appendix 12.2

Living Kidney Donor Evaluation Independent
Donor Advocate Sign-Off !

UMASS MEMORIAL MEDICAL CENTER NAME:
Transplant Services
ADDRESS:
LIVING KIDNEY DONOR EVALUATION BIRTHDATE: SEx:
INDEPENDENT DONOR ADVOCATE SIGN-OFF ’ )
UNIT NUMBER:

PRINT CLEARLY IN INK OR STAMP WITH PATIENT CARD

Informed Understanding Advocate Patient
All of my questions and concerns have been addressed and answered.

My family and people important to me have been given an opportunity to ask
questions and express concerns.

I have been given contact information for my Independent Donor Advocate
and know that I can contact my Independent Donor Advocate to have any
new concerns and questions addressed.

I have a thorough understanding of the nature of the donation procedure, its
risks and benefits, including rare but significant risks (i.e., death).
I have been given questions to consider throughout the evaluation process.

I have been informed that if T decide not to proceed with donation,
information about my decision will not be disclosed to the recipient without
my consent.

I have been informed that my medical information will not be revealed to the
recipient without my authorization. I also know that if I have a medical
condition that might harm the recipient, the transplant team will not allow
the transplant to occur.

I have been informed that I may “opt out” of donation at any point in the
evaluation process.

I have been informed that it is a federal crime, subject to a $50,000 fine or
five (5) years in prison, to transfer human organs for ‘valuable consideration.’

Comments:

The information above was presented to me in a clear and understandable manner. I understand that I may call the
transplant office with any further questions or concerns. I have been informed that I am under no obligation to
donate my kidney and that I may withdraw from the program at anytime.

Patient Signature Printed Name Date Time
Patient Signature Printed Name Date Time
Evaluator Input Yes No

Evidence of coercion either by family members or others.

The potential donor has capacity to give informed consent.

The potential donor has not been offered monetary consideration for the
donation of his/her kidney

Comments:

Reprinted with permission from UMASS Memorial Medical Center.
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Appendix 12.3

Donor Advocate Team Report?

NAME:
ADDRESS:
UMASS MEMORIAL MEDICAL CENTER BIRTHDATE: SEX:
Transplant Services
UNIT NUMBER:
DONOR ADVOCATE TEAM REPORT
PRINT CLEARLY IN INK OR STAMP WITH PATIENT CARD

Present:

[ Kidney Donor [ Liver Donor

Potential Donor Name: Age:
Recipient Name: Age:

Relationship to Recipient:

Medical/Surgical History:

1. Any concern about coercion or undue pressure to donate Yes* No
2. History of previous abusive relationship Yes* No
3. Relevant Psychiatric history Yes* No
4. Patient understands potential financial implications of donations Yes No*
5. Any concern about financial inducement to donate Yes* No
6. Patient has capacity to make decision to donate Yes No*
7. Patient has an adequate understanding of risks, benefits, of donation Yes No*
8. Patient understands that decision to donate is voluntary Yes No*
9. Patient understands he/she can opt out at any time Yes No*
10. Patient career requires heavy lifting or physical exertion Yes* No
11. Patient reports sufficient post operative support Yes No*
12. Reported ETOH abuse or dependence Yes* No
13. Reported substance abuse or dependence other than ETOH Yes* No

If applicable, list concerns to be addressed

For any starred answer, or concern identified, document resolution of issue on the reverse of this form.

DAT member assigned to follow-up on above concerns:

Potential donor may proceed with the donation process Yes No

If ‘No,” explain reason for negative recommendation.

(Print: Donor Advocate Team Chair) (Signature) (Date and time)

2 Reprinted with permission from UMASS Memorial Medical Center.
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Appendix 12.4

Contents of ILDA Training Manual

Welcome to the Living Donor program ..............c.cocoooiiiiiiiiiiiniiniiieceeeeeeeese e 4
“Who’s Who” in Transplant Services ............cccocoiiiiiiiniiiiiiiiiceee e 7
Responsibilities of Independent Living Donor Advocates
Job Description: Independent Living Donor AdvOCate ..........cceoveererieirienieinerieeseeeseenes 9
Independent Living Donor Advocate POLICY........cevueiiirieiiiieiececcseceeeeecee e 11

Basic Principles of Medical Ethics

Pretest for Medical EthiCs ........ccoiriiiiiniiiiiiciccecece et 15
Central Medical Ethics prinCiples .........ccccoooriiiiieiiiiiicecieiee e 19
RIGNES ittt ettt ettt ettt ettt e bt s neeaeeaenean 26
Medical Ethics and organ transplantation ...............cocceviereiiiiiieniene e 31
Informed consent and decision-making Capacity .........cccccveererirerieirerieeseseeeeseeee e 33
Guideline for Informed Consent and Patient Education ..........cccocoeeoinvcinnccocneencne. 35

Living Kidney Donor Consent for Evaluation ...........cccoceeererieeneneineneieeseceeennn 39

Living Liver Donor Consent for Evaluation..............ccooerieirerierineneisesecseseec e 45
Answers to Medical EthiCs Pretest.........ooeoiiiriiiiriiiiesieieieeee e 51

Confidentiality, HIPAA and Protected Health Information

PIOLEST ...t 57
CONTIAENEIALIEY ....eveeeteeieeie ettt e s s e eseese s eneeaenaenees 59
Protected health INfOrMation ..........c.cceiiiiiieiiiiiiiiiccce e 65
ANSWETS 10 PIEIEST ..ttt ettt ettt ettt ettt et h e ebe et et bt e e st e b et e bt eanenne e 73

Evaluation Process

Evaluation process flow Chart ...........ccoiiiiriiiiiieeseeeee e 75
ENCOUNLET TOIMS ....viniiiiiiiciiiiicc ettt 77
Content Of the INETVIEW .....c..iiiiiriiiiiiiieieieieie ettt sttt 80
QUESHIONS 0T TETIECTION ......eitieiieiieieie ettt ettt sbe e 85
Checklist — KIANEY ...oouiiuiiiiiiiieieieie ettt ettt 87

CRECKIISE — LAVET vttt ettt ettt ettt et s e ae et ss e s e eaeeaeensesenens 88
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Appendix 12.5

Medical Ethics Pretest

This pretest will not be “graded”: it is provided as a tool for you to assess your com-
prehension and retention of the material in this training booklet. You will have an
opportunity to complete a “post-test” after you have completed this section.

1. Give an example that illustrates the difference between an intrinsic value and an
instrumental value. Why is this distinction important in assessing potential living
donors?

2. In response to the shortage of dialysis machines in the 1960s, Congress decided
to underwrite the costs of care for all patients with end-stage kidney disease.
This decision is an example of:

A. Micro-allocation

B. Macro-allocation

C. Formal principle of justice
D. Material principle of justice

3. The requirement of obtaining informed consent for evaluation as a Living Donor
is based primarily on which principle?
A. Beneficence
B. Justice
C. Nonmaleficence
D. Autonomy
E. Preservation of Life

4. The potential donor’s right to information about the risks and benefits of Living
Donation createsa — duty for the provider. In other words, the pro-
vider is required to

A. Positive
B. Absolute
C. Negative
D. Conditional
5. That physicians can overrule the patient’s desire to donate a kidney because of a
higher risk of developing diabetes at some point in the future is an example of:
A. Nonmaleficence
B. Paternalism
C. Negative duty
D. Beneficence
6. The current model of organ donation in the U.S. is an example of:
A. An “opt-in” system
B. An “opt-out” system
C. A system that privileges justice over autonomy (i.c., places a higher value on
justice)
D. A system that values the public’s best interest over the individual’s best
interests.
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. In Massachusetts, the standard of disclosure used to measure the validity of

informed consent is:

A. The Professional Community standard
B. The Subjective Person standard

C. The Autonomy standard

D. The Reasonable Person standard

. True False Only the courts can determine whether a person is competent or

incompetent.

. As an ILDA, you will be assessing the potential donor’s decision-making

capacity. What will you be looking for?

Describe what kind of duty is associated with the right to life (i.e., is it positive
or negative, in rem or in personam). How does that characterization affect organ
transplantation?

Note The next set of questions are based on cases, or composites of cases we have
evaluated in our program. They are designed to give you practice with “real” situa-
tions, and to compare your answers with the original evaluation in the case.

I1.

12.

13.

Your patient tells you that he is receiving financial support from his father, the
potential recipient, during the period that he will be out of work for the dona-
tion procedure and recovery. As the patient’s ILDA, are you concerned about
this exchange of money? If so, what will you do to address your concern? If
not, explain why you are not worried about the exchange of money between
recipient and donor.

Your patient is a young woman who plans to donate part of her liver to her
mother, who has previously had two liver transplants secondary to alcoholism.
During your interview, you hear about your patient’s childhood, during which,
at a very young age, she had assumed the role of parent to her younger siblings.
She said her mother was seldom at home and often drunk or asleep when she
was in the house. It becomes clear that your patient was the “responsible adult”
in the family, and that she often took care of her mother, as well as her siblings.
She has three young children of her own (aged 5, 7 and 9). Her husband is not
supportive of her decision, in part because his job requires travel, and he is
concerned about childcare. He also knows how many times his wife has been
disappointed by her mother’s apparent failure to take responsibility for her own
health. As the patient’s ILDA, what will you do?

During your interview with a young woman, you begin to notice that she is
rather vague about the relationship she has with her children. As you ask more
questions, she states, “I do not want to go into that,” and refuses to offer fur-
ther information. Her work history is erratic, also: after a significant period of
unemployment, she has just begun a new business with her boyfriend and they
appear to have unrealistic expectations about quickly they will become self-
supporting. The boyfriend acknowledges that sales have been “slow,” but they
both believe they are “entering the ground floor of a business that will soon
take off.” The patient wants to donate a kidney to her mother, who has been on
dialysis for 5 years. As her ILDA, what will you do?
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14. Your patient today is a very pleasant woman who comes forward as a potential

15.

living kidney donor for her friend. When you ask about how she came to her
decision, she says, “I thought it would be nice.” She is unable to list any poten-
tial risks of kidney donation. She has a son who is 8§ years old, but she said that
the son’s father is very involved and would probably take care of him during
her recovery period. When asked who would take care of her following her
surgery, she mentioned a brother, but did not provide details (e.g., whether she
would stay at his house, whether he would visit her at her house). As her ILDA,
what will you do?

Your final patient for the day is a young Hispanic man who comes forward as
a potential living liver donor for his brother. He is very committed to helping
his brother, but is reluctant to talk about the risks of the procedure and what
is involved in the procedure itself. During your interview, he tells you that his
wife is absolutely opposed to the donation. They have four young children from
2 to 12 years old. As she is so opposed to donation, they have not talked about
how she would cope if anything bad were to happen to him (e.g., a complica-
tion that would extend the time he is off work, or his death). He explained his
reluctance to talk with her, as well as his reluctance to learn about the proce-
dure, by saying, “The more you know, the more nervous you get.” He describes
his mother, who lives in Puerto Rico, as being “kind of scared, confused, ner-
vous” about his decision. As his ILDA, what will you do?

Answers and Discussion

1.

2.
3.
4.

Something has intrinsic value if it is valued for its own sake, as an “end-in-
itself,” and not because of what it can do. On most ethical theories, human beings
have intrinsic value.

Something has instrumental value if it is valued because it can be used as a
“means to an end.” It has no independent value apart from its use. If my goal is to
hang a picture on the wall, a hammer has instrumental value for me: It allows me
to achieve the end I desire. According to deontological ethicists like Immanuel
Kant, it is immoral to treat a human being merely as a means to an end (i.e., to
treat them as if they only have instrumental value).

B. Macro-allocation

D. Principle of Autonomy

A. Positive duty

The provider is required to give the potential donor information that will enable
to the donor to make an informed decision about living organ donation. The pro-
vider must also assess whether the donor has the capacity to make an informed
choice and must take appropriate steps to ensure that the potential donor under-
stands the information given (by using language appropriate to the person’s edu-
cational level, providing a language interpreter for potential donors with limited
English proficiency, etc.). Because fulfilling this duty requires that these actions
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be performed, it is a positive duty. [A negative duty would be that which required
the provider to not perform a particular action.]
5. B. Paternalism

Note If you answered “A” or “D,” you are partially correct: certainly, these Hip-

pocratic values are in evidence. However, in this case, physicians are (1) ignor-

ing the potential donor’s autonomy and (2) justifying that position by appealing
to what is in the patient’s best interests. Those two conditions are the definition of

“paternalism.”

6. A. An “opt-in” system
7. D. The Reasonable Person standard
8. True
Only courts can adjudicate ‘competency.” Medical providers use the concept of
‘decision-making capacity’ to refer to the abilities that must be demonstrated
before the courts will deem a person to be competent. If medical providers
believe that the patient lacks capacity, s’/he may ask Legal Counsel to petition
the courts for a competency hearing and possible appointment of a guardian.
9. The four functional abilities required for valid decision-making capacity are:
1. Ability to express a choice,
2. Ability to understand relevant information,
3. Ability to appreciate the situation and its consequences and
4. Ability to rationally manipulate information.

10. The right to life is a negative, in rem right. It is negative, because it imposes a

duty to not interfere with the person’s life—e.g., to not kill that person. [If it
were positive, it would impose a duty to do everything necessary to ensure that
the person lives]. It is in rem because it applies to “the whole world” [every-
one who belongs to the “universe of discourse”—in this case, everyone who is
bound by American law].
The connection with transplantation can be seen by asking, “What if we did
believe that the right to life was a positive, in rem right?” In that case, we would
have an affirmative duty (a duty to do) whatever it takes to keep a person alive.
Minimally, it means we would probably have an “opt-out” system of distribu-
tion to ease the increasing discrepancy between supply and demand for trans-
plantable organs.

11. It is illegal to exchange organs for money in the U.S.: in essence, to set a price
on the value of a transplantable kidney or lobe of a liver. In addition, if the
donor accepts money in exchange for his/her organ, questions can be raised
about whether the decision to donate is voluntary, or whether the presence of
money might lead a donor to make a decision that is not in his/her best interests.
However, families regularly help their adult children through financial difficul-
ties. The judgment you must make is very subtle: is the potential donor receiv-
ing what he might receive anyway, absent the donation? Or, does the amount
of money exceed what would ordinarily be given by a father to his son? We
are looking for the fine line between “supporting” his son during the donation/
recovery period, versus “paying” his son for the donated organ.



192 M. A. Clay

Outcome Donor received approval to move to Phase II of the evaluation.

12. The characteristics common to children who have been “parentified” have been
well described in the literature. While our respect for patient autonomy means
we will accept her decision, it is important for this patient to reflect on her moti-
vation for donation. Is she continuing her pattern of “taking care of everyone,”
including the mother who did not take care of her?

One approach is to ask her, “If a deceased donor liver became available, how
would you feel?”” When the patient in the case was asked this question, she expe-
rienced how overwhelming her feelings of relief were. She began to consider the
possibility that she did feel trapped by her mother’s need, and that she really did
not want to make the sacrifice that this donation would represent in her life. She
acknowledged that her children were too young to understand the recovery pro-
cess (her possible fatigue and limitations) and would be devastated if anything
bad were to happen to her. Finally, the lack of support from her husband is a sig-
nificant red flag. Living liver donation is an intense experience with an extended
recovery time. Donors need support, nurturing, and assistance, and it is an open
question whether this patient has adequate support for donating part of her liver.

Outcome Donor received approval to move to Phase II of the evaluation but has

suspended the evaluation process to reconsider her decision.

13. It is not promising when a relationship with a potential donor begins with
deception and/or secrecy. In this case, the potential donor had lost her house,
her job, her marriage, and custody of her children because of her drug addic-
tion, a situation that became clear during the donor advocate team (DAT) meet-
ing. In “real time,” the ILDA might point out that the uncertainty in this donor’s
life—whether and when her children might return, how the new business will
fare—are challenging enough without adding the prospects of living kidney
donation.

Note The ILDA interviewing this potential donor did not have information about
her past. However, when the DAT met to discuss potential donors, the Donor Coor-
dinator had gathered this information during her screening discussion with the
potential donor. Even without that information, the ILDA believed that the donor’s
current circumstances were tenuous enough, along with her refusal to talk about
her children, to suggest a postponement of the donation decision. The fact that her
mother has been on dialysis for 5 years raises the question, “Why now?”

Outcome Donor did not receive approval to proceed to Phase 11 of the evaluation.
14. At this point, the patient does not appear to be a serious candidate for kidney
donation. Before she is approved as a potential donor, she needs to be able to
demonstrate that she understands (1) the risks of living kidney donation, and
that she has thought about (2) what this donation means as far as its effects on
her life. In addition, she needs to develop an adequate plan for her postopera-
tive care (e.g., where she will stay, who will take care of her, whether her son
will be with his father). The ILDA wrote, “If she shows herself to be committed
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to the possibility of kidney donation, I would approve her as a potential living
donor, assuming that the above conditions have been satisfied.”

Outcome The DAT documented the conditions that must be met before the patient

can receive approval to proceed to Phase II of the evaluation process.

15. One of the most important roles an ILDA has is to make sure that the potential
donor is adequately informed about living liver donation, and also that he/she
has a support system that will help him/her through a physically and emotion-
ally demanding medical procedure. This patient met neither of those conditions
at the time of his evaluation. The ILDA for this patient wrote, “My impression
is that in his desire to help his brother, the donor has not yet carefully consid-
ered the implications of his decision, nor has he had the kind of conversation
with his wife that I believe is required. Especially since he is the father of four
young children, more planning and more preparation needs to occur before he
is ready for surgery. I would also recommend a meeting between the donor, his
wife, the transplant surgeon and an ILDA, for the purposes of (1) determining
how informed the wife is about living liver donation, and (2) assessing the
strength of her opposition, as well as the reasons behind it. Approval to advance
to Phase II will depend on the completion of these requirements.”

Outcome The meeting between the surgeon, the ILDA, and the couple occurred
with the help of a Spanish-language interpreter (the wife had limited English pro-
ficiency). The donor was given approval to proceed to Phase II of the evaluation,
despite the fact that his wife never wavered in her opposition. However, during the
2-week reflection period following acceptance as a living liver donor, the donor
decided to withdraw from the program.
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Chapter 13
Components and Timing of the ILDA
Evaluation

Kathleen Swartz

The independent living donor advocate (ILDA) is responsible for representing, pro-
tecting, and promoting the best interests of the living donor. Prospective donors
have the right to be given the tools to advocate for their wishes as they relate to
living donation and the multidisciplinary team has the obligation to provide them.
It is the thorough and successful evaluation of the donor candidates that facilitates
this process. Living donors must be motivated, free of coercion, and well educated
about the risks related to donation. The ILDA evaluation is focused on ensuring that
the living donor is making both an autonomous and knowledgeable decision and
on identifying any areas that may need further exploration or education by other
members of the multidisciplinary team [1, 2].

In order to effectively fulfill the role of protecting and promoting the best in-
terests and well-being of living donors, the partnership between the ILDA and the
prospective donor must begin early in the process. Once the prospective donor con-
tacts the transplant center and expresses an interest in living donation, educational
materials and a health questionnaire are provided along with an explanation of the
evaluation process and informed consent. Once blood typing and human leukocyte
antigen (HLA) and crossmatch testing are completed, the multidisciplinary team
evaluation is scheduled. The ILDA is introduced as a member of the multidisci-
plinary team and meets early with the donor candidate to assess their understanding
of the evaluation process and provide any additional information to promote a vol-
untary informed decision about proceeding with the evaluation for living donation.
At a minimum, the ILDA meets again with the donor candidate once they have met
with members of the team, including the surgeon and nephrologist/hepatologist, to
determine their understanding of the medical, psychosocial, and financial risks as-
sociated with living donation and their decision as to whether they wish to proceed.
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These meetings provide the ILDA the opportunity to gain the necessary knowledge
about the prospective donor’s motivation and educational needs to effectively as-
sess their willingness and competence to donate. By meeting with the donor dur-
ing the presurgical, inpatient, and postsurgical visits, the ILDA is able to reinforce
earlier teaching and identify any additional concerns or situations that may arise.
Effective evaluation begins early and is an ongoing process.

Potential donors must be educated on not only the risks associated with the act of
donation itself but also those that are inherent to the evaluation before consenting to
proceed. They must understand these risks and be allowed to ask questions without
fear of bias and also that they may learn of medical conditions and/or unexpected
results of paternity. Prospective donors must be given the opportunity to make a
voluntary decision that is free from coercion or undue influence from the candidate,
candidate’s family, or the medical team. The ILDA must specifically ask the donor if
they are feeling any pressure to donate and, if so, from whom. Living donation must
be autonomous and free of coercion. The living donor advocate must carefully assess
for any underlying pressures that may be influencing the donor’s decisions. Often
times, these pressures are unrecognized by the prospective donor and the ILDA must
help the donor identify and evaluate them. Reluctance to answer questions freely,
ambivalence related to living donation, or conflict with the intended recipient can all
be signs of coercion and require additional investigation [1, 3]. Documentation by
the ILDA must be sure to address any signs of coercion or undue influence, or needs
to indicate that the prospective donor is free of these pressures and may continue with
the evaluation process. An acceptable candidate for living donation must be making
an autonomous decision. A thorough evaluation by the ILDA identifies the moti-
vating factors influencing the prospective donor, which is essential in assessing the
willingness to donate. Living donation is to be free from monetary or valuable gain,
and the donor candidate must indicate that there is no such compensation involved.
Informed decision making involves understanding all the medical, psychosocial, and
financial risks that are involved with the process. The living donor advocate must be
sure that the prospective donor not only receives all of this information but also has
the competence to understand and evaluate any potential impact. Candidates must be
assured that the decision to donate is voluntary and that they may withdraw from the
process at any time up until the individual goes under anesthesia. Only after all of
these areas are addressed can the prospective donor be allowed to make an informed
decision to proceed with living donor evaluation [3, 4].

There may be instances when the ILDA begins the evaluation of the prospective
donor prior to the initial team evaluation. With altruistic or unrelated donors, it is
particularly important to identify the motivating factors for seeking living organ
donation early on as this could also save the costs of medical tests and the medical
team’s time if the donor is not deemed appropriate by the ILDA. During a conver-
sation with the transplant team, a prospective donor may ask questions or make
comments that provoke concern related to coercion or pressure to come forward for
evaluation. In order to promote and protect the donor’s well-being, if any of these
or similar circumstances occur, the ILDA evaluation should be initiated as soon as
possible [5].
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To promote honest and complete disclosure of information, prospective donors
need to be evaluated in private. Even spouses and family members who are not
related to the intended transplant recipient can affect the conversation. Providing a
safe environment to share information invites open discussion without the fear of
consequences [4]. Confidentiality is addressed at this time with the understanding
that information received from the donor will only be shared with the multidisci-
plinary team members as needed. Independence of the ILDA, or that the ILDA has
no interaction with or knowledge of any circumstances surrounding the intended
recipient, is clearly explained. In some instances, the living donor advocate may
be completely separate from the transplant center staff. The transparency of this
independence promotes the notion that the ILDA is charged with looking after the
safety and welfare of the prospective living donor and ensuring that they receive the
education and information needed to make an informed decision that is in their best
interest, and may not necessarily be in the best interest of the intended transplant
recipient.

Free-flowing, bidirectional conversation is essential for a thorough evaluation
and allows the ILDA to more accurately identify the unique strengths and potential
burdens of the prospective donor. By asking open-ended questions, the living donor
advocate invites responses that provide knowledge about the prospective donor, the
information that they already possess regarding living donation, and the education
that they are in need of in order to make an informed decision [4]. Entering the
evaluation with only the knowledge that a prospective donor has come forward and
indicating this to the donor allows the ILDA to initiate this type of exchange, while
at the same time emphasizing independence. Allowing the donors to provide demo-
graphics (age, marital status, significant other, and children) and the type of living
donation involved (related, nonrelated, or altruistic) gives the living donor advocate
the opportunity to begin by exploring the decision-making process to better under-
stand the donor’s motivation.

The ILDA can begin to gain insight into the motivating factors by asking the
prospective donor questions about how and when they learned about the intended
recipient’s need for a transplant; why the candidate needs a transplant; what the do-
nor has learned about living donation; and how they personally came to the decision
to be evaluated for donation. In related living donation, the underlying motivation
usually stems from a sense of family and feelings of love and protection, whereas,
in non-related living donation, donors may be motivated by a need to contribute to
society or a sense of altruism as well as out of love or compassion [2, 6]. It is the
role of the ILDA to initiate discussion that assists the prospective donor in identi-
fying those factors that are influencing their desire to donate. There may be times
when the donor identifies relationships they have with the intended recipient that
need further exploration, such as employer/employee, members of organizations
or faith communities, or solicitation from the Internet or media [5]. These types of
relationships raise concerns that the prospective donor may be feeling pressure to
donate and will require extended assessment. The prospective donor may not have
identified the potential pressures these may invoke prior to evaluation and, there-
fore, may gain further insight with discussion. It is the role of the ILDA to assist the
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donor in exploring this possibility and identifying any implications related to dona-
tion. If the ILDA is not completing a full psychosocial evaluation (e.g., personal and
family medical and psychiatric history, education, occupation), it may be useful to
obtain a complete understanding of the donor.

The multidisciplinary team evaluation of a living donor candidate should al-
low for ongoing education, including repetition and reinforcement of the medical,
psychosocial, and financial risks. The ILDA must ensure that the prospective donor
receives this education and understands the process and procedure, along with iden-
tifying the associated risks and benefits that may be specific to the individual [1].
Asking the donor to explain the donation process and procedure and whether oth-
ers have been evaluated as potential donors will assist the ILDA in identifying any
areas that may need further education. This may also lead to further discussion that
can be of help in determining the prospective donor’s level of motivation. Those
donors who have done research prior to the evaluation and have come with a list
of questions may be highly motivated to proceed or they may be concerned about
the associated risks. Prospective donors as well as the recipients must have a clear
understanding of the risks associated with the surgical procedure. Asking them to
identify and discuss these risks allows the ILDA to assess their level of understand-
ing, as well as provide reinforcement.

The living donor advocate must assess the prospective donor’s understanding
about the intended recipient’s medical condition that necessitates the need for a
transplant and the treatment options, other than living donation, that are available.
The donor may feel that living donation is the only option for the candidate. If the
prospective donor is aware of alternatives to donation, they may have questions as
to the length and availability of treatment and expected outcomes for the recipient.
In these cases, the ILDA would need to ensure that the prospective donor receives
the education and information necessary to make an informed decision and under-
stands that there are other options available to the candidate.

The ILDA must determine if there are anticipated implications for the donor if
living donation does not proceed as planned. Prospective donors may be fearful
that if they do not go through with living donation, the relationship that they have
with the transplant candidate, either family or mutual friends, may be negatively
impacted. The donor may need assistance from the ILDA in recognizing this fear
and its impact on the decision to donate. The prospective donor must be provided
with a confidential and safe environment to discuss the implications they perceive
should they decline to donate. The donor must be assured that they are in control
of their decision to move forward with donation. They must be informed and must
feel comfortable in the knowledge that they may withdraw from living donation at
any time during the process. They must be assured that the ILDA will work with the
multidisciplinary team to facilitate this in such a way that it does not negatively im-
pact these relationships. Some transplant centers offer the option of a “medical out”
for donor candidates. At the request of the potential donor, the center will provide a
letter indicating a reason that the candidate is not considered medically suitable to
proceed with living donation. This request remains confidential between the team
members and the donor candidate [1, 4].
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Once the prospective donor’s motivation and the reasoning behind the decision
making to be evaluated for living donation are assessed, the ILDA should evaluate
the living donor’s support system as it relates to this decision. Although this is an
autonomous decision, it is important for the prospective donor to have spousal
support in their decision to move forward with living donation. Living donation
carries with it an increased risk of morbidity and mortality, and candidates may
need the support of family and friends. In addition, there may be stressors placed
on the household related to potential child-care issues, time commitments, assis-
tance with transportation to and from the hospital, and clinic visits. This should
lead to discussion regarding the prospective donor’s employer and if living dona-
tion will have any impact on current or future employment or finances. Questions
related to an employer’s reaction regarding the potential living donation, whether
the donor is knowledgeable regarding time-off-work policies, and whether liv-
ing donation will affect the donor’s occupation or employment need to be asked
by the living donor advocate. The ILDA must ensure that the prospective donor
understands and fully evaluates the impact that the decision of living donation
may have on the spouse and family as well as their occupational status. Donor
candidates must be cognizant of the fact that living donor evaluation may uncover
issues with their own health that they were previously unaware of. These may
be as benign as an increased risk of diabetes or as life threatening as cancer. The
ILDA prepares the potential donor for the discovery of this type of information,
which can potentially impact current and future health and life insurances, in ad-
dition to daily living [7, 9].

Postoperative recovery and discharge planning need to be discussed in the initial
evaluation. The prospective donor must evaluate the impact of the recovery time
and needs on themselves and the household. Discussion surrounding plans for post-
surgical assistance with daily activities and driving arrangements should be initiated
by the ILDA to ensure that the donor has identified the need for support during this
phase and where that support will come from. The ILDA also needs to facilitate
conversation surrounding the possibility that, should the recovery take longer than
anticipated, additional support and resources may be needed. During the evaluation,
the ILDA raises these issues and others that surround living donation with the goal
of providing the prospective donor with the tools necessary to gather and assess the
information needed to make a decision that is right for them [1].

All surgeries carry inherent risks. As protector and promoter of the donor’s best
interests, the ILDA must make sure that the prospective donor receives education
and understands all the risks associated with living donation. As already mentioned,
living donation carries with it an increased risk of morbidity and mortality. The
donor needs to understand that there is no medical benefit to them related to living
donation, but that there are risks. The ILDA must ask the donor about their under-
standing of these risks and discuss them as they relate to the decision-making pro-
cess regarding living donation. Asking questions regarding the prospective donor’s
past experience with any hospitalizations or surgeries can give the ILDA insight
into concerns and fears that the donor may have.
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It must be identified that the living donation evaluation process itself has inher-
ent risks. The ILDA must make sure that the prospective donor is aware that if the
medical evaluation uncovers health information that the donor was previously un-
aware of and this information is of the type that medical personnel are required to
report to governmental health agencies, the transplant center must follow through
with this process as defined. The donor also needs to consider that there may be
psychological effects related to identifying one’s risk of a future health problem.
The prospective donor may be deemed a noncandidate by the multidisciplinary
team. The ILDA must disclose this to the donor candidate and make sure that they
understand this possibility and the emotional impact it may have on them before
proceeding with the evaluation [8].

Financial risk is another important component of the ILDA evaluation. Living
donors may incur personal costs related to donation and these need to be identified.
There may be transportation, including flights, and lodging costs if the donor is
traveling a moderate-to-long distance for the donation. If traveling a shorter dis-
tance, there are likely gas expenses to and from the hospital for tests, clinic visits,
surgery, etc. During the evaluation, time may need to be taken off work for test-
ing by the prospective donor. There may be child-care costs, meal costs, costs of
medications after discharge, and other nonmedical expenses. Household income
may also be affected by time off from work in the postsurgical recovery phase. In
protecting and looking out for the best interests of the donor, the ILDA needs to dis-
cuss this with the prospective donor and make sure that they have an understanding
of these risks. The ILDA must ask the prospective donor if there is the possibility
of financial hardship related to these financial risks should they choose to proceed
with donation. A thorough evaluation allows the ILDA to determine if there are
indications of high risk to the donor. Prospective donors with limited incomes and
multiple dependents experiencing financial instability have been identified as high-
risk candidates. Candidates must also be made aware that they may be subject to
increased premium rates, or even denial, in relation to health and/or life insurance
following living donation or evaluation [3, 7].

In addition to understanding the medical and financial risks that may be associ-
ated with living donation, the ILDA must help the prospective donor identify the
psychosocial risks. Asking open-ended questions about how they might feel if the
kidney they donated was rejected by the recipient or if the recipient was noncompli-
ant with the medical regimen after donation facilitates discussion that will allow the
donor to comprehend them. Should donation occur and the organ then fails to work
in the recipient or is rejected, the living donor may experience a feeling of failure,
regret, and/or grief. The prospective donor also needs to understand the possibility
that the recipient’s actions post donation may not optimize the gift that the living
donor has provided. Identifying these scenarios during the evaluation provides the
donor with the opportunity to realize not only the potential positive effects of living
donation but also the negative consequences that may occur. The donor candidate
should be made aware that the recipient may not either care for the donor’s organ as
they wish and/or be as grateful as the donor may expect, particularly depending on
the candidate—donor relationship prior to surgery. The knowledge and understand-



13 Components and Timing of the ILDA Evaluation 203

ing of these risks is essential if the prospective donor is to make an informed deci-
sion related to living donation [6].

The prospective living donor must not only understand that these risks exist but
also evaluate the potential impact they may have on each individual. It is important
for the ILDA to advise the donor of the importance of evaluating the benefit of
having life, disability, and health insurance policies in place prior to proceeding
with the living donor evaluation and making certain that they receive the educa-
tion necessary to do so. With the increased risk of mortality and morbidity and the
potential that unknown health conditions and diseases may be identified during the
evaluation process, the donor must be educated on how this may impact insurability,
as some insurers may classify this as a preexisting condition. Complications such
as hypertension, proteinuria, or impaired kidney function following living kidney
donation have the potential to affect insurability [9]. Ensuring that the prospective
donor understands these risks and potential implications is imperative for informed
decision making.

The prospective donor must be advised during the evaluation about short- and
long-term follow-up requirements and understand the importance of this data for
themselves and the transplant community as a whole [1]. The ILDA should ask
questions related to current health care practices and lifestyle to gain insight into
past and present behaviors that may indicate a need for further education or provide
satisfaction that the donor has a clear understanding. Quality of life after donation
should remain unchanged or even improved as research indicates that when com-
pared with other healthy, motivated individuals, living donors have a similar quality
of life [10].

Due to the “altruistic” nature of living organ donation, the indication that one
is seeking any type of personal or financial gain represents a true conflict of inter-
est. The ILDA must be sure to inform the donor candidate during evaluation that
it is an unlawful act to receive any material or monetary gain that directly results
from donation. A clear understanding of the prospective donor’s motivation should
lend insight and allow the ILDA to identify if there are any suspicions of financial
or monetary compensation or other types of material goods that are tangible (e.g.,
car) or intangible (e.g., travel) expected in exchange for living organ donation. As-
sessment and documentation in this area are essential, as any indication of such an
exchange or expectation would deem the prospective donor an unsuitable candidate
for living organ donation.

The role of the ILDA is to promote and protect the best interests and well-being
of the living donor. By conducting a thorough evaluation, the living donor advocate
ensures that the prospective donor receives the education and information necessary
to make an informed decision that is right for them. The ILDA gains insight and
knowledge about the donor necessary to render an opinion about donor candidacy
through the use of bidirectional information and education. The ILDA evaluation
ensures that the living donor is motivated, autonomous, and educated. Recommend-
ed components of the ILDA evaluation are presented in Table 13.1.
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Table 13.1 Components of
ILDA evaluation

K. Swartz

Type of living donor/relationship to intended recipient (related,
nonrelated, altruistic)

Knowledge/understanding of living donation process

Understanding of intended recipient’s medical condition as it
relates to need for transplant and treatment options available

Signs of coercion or undue influence

Right to change mind at any time up until anesthesia/anticipated
implications if living donation does not proceed as planned

Willingness and competence to donate

Possible financial or monetary gain, tangible or intangible
Understanding of medical, psychosocial, and financial risks
Support system including family and friends reaction/feelings
Occupational status and employer’s reaction/feelings

Any anticipated impact on lifestyle
Understanding/importance of long-term follow-up
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Chapter 14
Contraindications to Living Donation
from an ILDA Perspective

Rebecca Hays

The independent living donor advocate (ILDA) participates to help ensure that all
living donors are fully informed, willing, and uncoerced volunteers, building from
the important components of assessment and interaction as described by Sites et
al.—independence, transparency, partnership, and advocacy [24]. The role of an
independent advocate is essential because of the unique context of, and potential
pressures associated with, living organ donation internal for the prospective do-
nor himself/herself, from the prospective donor's loved ones, and from the medical
team. As an independent clinician, unbiased by either connection to the intended
recipient or having a stake in whether or not the surgery occurs, the ILDA is tasked
with the overall review of potential living donors’ understanding of process, risks,
and rights. As such, the ILDA acts as a safeguard and assures and reinforces that
elements of informed consent are met. Fundamentally, then, living donation is con-
traindicated from an ILDA perspective when the prospective donor does not meet
the standards of informed consent [1, 21] (Table 14.1).

This chapter will provide an overview of ILDA-identified contraindications
to living organ donation, utilizing key concepts of informed consent categorized
broadly as lack of intentionality (or desire to proceed), lack of understanding of
risks/benefits, and lack of voluntary status (presence of coercion) [8]. Although all
health care workers participating in the evaluation process agree that living donors
should be ready and informed volunteers, the assessment of elements of under-
standing and preparedness can be challenging in practice. This chapter will explore
these factors, will offer practice strategies for assessment, and will describe unique
aspects of the ILDA role in doing so. Using both literature and case examples to
explore differences between areas of relative risk and outright contraindication, the
chapter will offer guidance for clinical practice. Finally, it will describe strategies
for communicating contraindication findings to the prospective donor and trans-
plant team.
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Table 14.1 Contraindicati- 7~ Progpective donor does not want to proceed
ons to living donation from 2 Prospective donor lacks adequate understanding of risks asso-
an ILDA perspective ciated with donation or the donation process
3. Prospective donor is not a willing and an uncoerced volunteer
(a) There is evidence of secondary gain
(b) There is evidence of coercive pressure

Background on ILDA Role and Practice

Before outlining specifics of these ILDA-identified contraindications, let us start
with a brief overview of the ILDA role and purpose and a clarification of what the
ILDA is empowered (and, conversely, not empowered or perhaps even qualified)
to do. The ILDA serves as an unbiased resource for the prospective donor to learn
more about the process and options; explores the prospective donor’s understand-
ing of surgical, medical, psychosocial, and financial risks; affirms understanding
of process as well as follow-up recommendations; and confirms desire to proceed
or assists with walking away (with the protection of confidentiality for the reasons
why she/he does not want to proceed with surgery). Ideally, the ILDA supports
and advocates so that all living donors are competent, fully informed, willing, and
uncoerced.

To be clear: first, the ILDA role does not interpret medical or psychosocial risk
profiles to make candidacy determinations (though if she/he serves in a dual role at
the transplant center, these separate recommendations may be appropriate and nec-
essary in the other capacity). Second, the ILDA does not trump prospective living
donor autonomy to declare what is in his/her “best” interest (as in theory it would be
in every person’s “best” interest to avoid unnecessary surgery). It is not the ILDA,
but rather the treating clinician (i.e., living donor surgeon), who formally completes
the informed consent prior to surgery.

Individual transplant centers across the United States have operationalized the
ILDA role in vastly different ways [25]. Other chapters of this book will explore
recommendations for ILDA training, practice, and role throughout the living dona-
tion process. Certainly, during the evaluation process, the ILDA can participate in
many ways to assist prospective donors throughout the process: via assessment,
evaluation, psychoeducation, collaboration with transplant team members, and ad-
vocacy, all as central elements of practice.

In the varied and various ways that the ILDA role has been implemented, the
ILDA must partner with potential donors to promote rights and understanding as
part of the prospective donor’s decision-making process. In so doing, ILDA also
identifies barriers to prospective donors’ provision of informed consent [15, 30, 31].
For example, the prospective living donor may not be able to understand or accept
risks associated with donation. Essential to the ILDA role, then, is to be empowered
to stop the donation process if elements of informed consent have not been met.

Of course, living donor candidacy criteria are defined by individual trans-
plant centers. Previous research has shown broad differences in donor candidacy
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requirements and processes in the United States [5, 20, 25]. Provided the donor
evaluation process is consistent with the Center for Medicare and Medicaid Servic-
es (CMS) and the United Network for Organ Sharing (UNOS)/Organ Procurement
and Transplantation Network (OPTN) guidelines (and there has been a move within
regulatory agencies and transplant professional organizations to increase degree of
standardization in this process), individual candidacy decisions and criteria are de-
termined by the transplant facility. Regardless of how contraindications are specifi-
cally defined, ILDA review of prospective donor readiness and understanding—in-
cluding identified contraindications—becomes part of donor candidacy discussion,
and should be addressed within teams and at donor selection meetings.

Informed Consent

Informed consent for live kidney donation is a prerequisite—essential for living
donor transplantation from ethical, legal, and regulatory perspectives. In general,
informed consent occurs when a competent person makes an autonomous choice
about whether to access medical treatment, armed with adequate information and
understanding regarding risks, benefits, and expected outcomes [2]. The patient’s
intention to proceed, understanding of process and benefits, and free will to decide
are fundamental. However, as Valapour noted, these factors may be present along
a continuum of clarity/confusion [32]. Informed consent can also be described as a
reciprocal process between clinician and patient of information disclosure, process-
ing, and decision making. Much has been written describing the challenges associ-
ated with determining adequacy of informed consent for living organ donation, a
procedure lacking medical benefits for the participant and therefore demanding a
high standard of careful process and communication. Living donor transplant has
the added challenge of being a shared transaction, in which the living donor’s in-
formed consent must also include understanding of the intended benefits, options,
and expected outcomes for another (the recipient) [4].

In “Informed consent in living donation: a review of key empirical studies, ethi-
cal challenges and future research,” Gordon summarizes goals of the process as
follows:

The principle of respect for persons requires that potential LDs be competent and informed,
and comprehend the risks to themselves of undergoing the procedure, as well as the risks,
benefits and alternatives available to the recipient. The consensus conference on Living
Kidney Donor Follow-Up emphasized the critical need to inform donors about risks spe-
cific to themselves. Further, potential LDs must be willing to donate and be free from undue
pressure to consent to the procedure. Moreover, respect for autonomy means that LDs have
the right to determine how much risk they are willing to accept, and conversely, that LDs
(and the recipients) have the right to refuse the donation. [9]

In practice, though, living donor informed consent processes have been shown to
vary widely across transplant programs in the United States and worldwide, with
wild discrepancies noted in standards, consistency, and practice [9, 16, 32, 33]. In
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separate pieces, both Gordon and Rodrigue et al. identified significant “variabil-
ity and deficiencies” in the consent process across the spectrum of living donor
care [9, 20]. While many of the studies reviewed care prior to implementation of
newer living donor safeguards (including OPTN Living Donor Informed Consent
Guidelines; provision of follow-up care for living donors for 2 years; and imple-
mentation of the ILDA itself), concerns raised about variability in the quality of
informed consent process continue to be valid. Regulatory and professional orga-
nizations have called for strengthened processes, and for standardized elements
of disclosure and education, including separating the consent process for living
donor evaluation from consent to proceed with donation (Table 14.2) [9, 15, 16,
27, 30-33].

Table 14.2 Guidance sources

Guidance These references can be found at the American Society for Transplantation web-

sources site, in the Living Donor Community of Practice section

CMS Conditions of participation and organ transplant interpretive guidelines 2008
(pp. 77-85)

UNOS Policies 12.4 (independent donor advocate (IDA))

12.4.1 (IDA role)

12.4.2 (IDA responsibilities)

12.4.3 (IDA protocols)

OPTN Guidelines for living donor informed consent

http://optn.transplant.hrsa.gov/ContentDocuments/Living_Donor Kidney Psy-
chosocial_Eval_Checklist.doc

http://optn.transplant.hrsa.gov/ContentDocuments/Living_Donor_Kidney Medi-
cal_Eval Checklist.doc

http://optn.transplant.hrsa.gov/ContentDocuments/Living_Donor_Kidney Infor-
med_Consent Checklist.doc

CMS Center for Medicare and Medicaid Services, UNOS United Network for Organ Sharing,
OPTN Organ Procurement and Transplantation Network

Elements of Informed Consent

Willing Volunteer

On its face, lacking desire to proceed is a straightforward contraindication to
living organ donation. The living donor must be a willing volunteer. Valapour
framed this component of informed consent as “intentionality,” and defined
it as an “absolute condition, that is, an act that is either intentional or not”
(Table 14.3) [32]. Of course, at any time during the living donor evaluation
process, the potential living donor has the right to stop the process. The ILDA
(or, one would hope, anyone on the transplant team) would identify this as a
contraindication, and assist the potential donor with walking away, while de-
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Table 14.3 Basic compo- 1 Intentionality
nents of informed consent 2 Understanding

3. Noncontrol (language beautifully outlined by Valapour [32])

signing a strategy amenable to the potential donor that preserves relations with
the intended recipient.

However, sustained ambivalence and experience of “pressure” (internal and ex-
ternal) around organ donation decision making is not uncommon [7, 14, 33]. Im-
portantly, the literature suggests that donors who describe ambivalence at the time
of donation are at higher risk for poor psychosocial outcome [7, 26]. Transplant
programs have integrated various strategies to assist prospective donors struggling
with ambivalence, including a “cooling off period” [20], a “scaling system” of
desire and readiness, referral to psychosocial providers for counseling/support,
and, most recently by Dew et al., interventions utilizing motivational interviewing
approaches [7].

The ILDA is ideally positioned to check in with the potential donor about the
status of “intentionality” and stage of decision making at several steps in the donor
evaluation process. The ILDA may meet with the potential donor early on to learn
about motivation and conduct review assessment after the potential donor com-
pletes medical testing. The ILDA may also serve as the prospective donor’s “voice”
at donor candidate selection meeting: to forward lingering questions to members of
the transplant team for discussion and input and also to articulate the prospective
donor’s desire to proceed (or not).

The profoundly ambivalent potential donor, who has not decided to proceed
but has also not decided to close out the donation process, also benefits from spe-
cific aspects of the ILDA role and advocacy. Ultimately, a decision to proceed (or
“intentionality”) is necessary to be a living donor candidate. Given that informed
consent is an affirmative action, for the purposes of living donor candidacy, “not
deciding” must be the same as “deciding not to” proceed. As such, the ILDA can
advocate for “cooling off” periods, and ways to ensure that the potential donor
has had reflection time.

The ILDA also helps the prospective donor identify ways to resolve ambiva-
lence. In some cases, the ILDA assists the ambivalent donor in accessing addition-
al information about medical and psychosocial candidacy to aid his/her decision
making. The ILDA advocates for this feedback, with the caveat that candidacy
decisions have not yet been made. From an ILDA perspective, living donation is
contraindicated until the prospective donor decides he/she wants to proceed. Hold-
ing to this standard during donor-candidate selection meeting helps preserve the
“medical out” option.
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Suggestion of Coercion

Prospective living donors do not decide to proceed in a vacuum. By definition, liv-
ing donation decision making occurs with the hope of helping another. It is a shared
transaction. Not surprisingly, then, studies have shown that contemplation about
living donation is affected by feelings of pressure and obligation, both internally felt
and externally imposed. These feelings may be positively expressed through role
identification and aspirational identity: “this is what families do for each other” or
“this is what [my faith] leads me to do.” They may be felt internally as a weight as-
sociated with knowledge about benefits of living donor transplant for the recipient;
pain seeing a loved one suffer; or desire to “save” another loved one from pressures
to donate (most commonly in my clinical practice young adult children) [28].

Although these emotions can be experienced as difficult to weigh and sort, it is
rather elements of external, coercive pressure that threaten potential donors’ au-
tonomous decision making. In a survey of 262 living donors, Valapour et al. found
that 40 % described feeling some level of pressure around donation [33]. “Influ-
ences affecting the voluntary nature” of informed consent ran along a continuum,
with the mildest being persuasion, midline being manipulation, and most severe
being coercion. Not surprisingly, data showed that living donors experiencing the
highest degree of (presumably, external) pressure around decision making also
had the highest rate of “unsureness” about whether they would choose to donate
again [3, 7, 33].

Although a psychosocial evaluation during workup will certainly explore the
prospective living donor’s motivations and risk of experiencing pressure to donate,
the ILDA evaluation serves as a secondary check to ascertain whether a potential
living donor is free to choose to donate (or not) without inducement or fear of re-
prisal. Interviews elicit distinctions between internalized pressure often associated
with living donor decision making and external pressure affecting potential living
donor autonomy and safety.

When coercive pressure has been disclosed, the ILDA (and other transplant team
members) must provide the prospective living donor education about necessary el-
ements of informed consent and discuss ways to stop the donor process. In these
situations, careful strategy and rehearsal about next steps is often helpful (see Case
Example 1). It is also conceivable for a potential living donor to disclose others’ ef-
forts to induce him/her to donate, and being able to make an autonomous decision
to donate (or not) despite this pressure. In other words, it is the prospective donor’s
perception of this pressure, and its influence on decision making, that is important
in determining whether autonomous decisions are possible. If autonomous deci-
sions are not possible, here, too, the ILDA assists with various options for walking
away, including use of a “medical out.”
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Case Example 1: Presence of Coercion

Details have been changed to protect patient confidentiality. The ILDA is a
member of the Patient Relations Department at the hospital; nurse by training.

A 23-year-old man presents for donor evaluation; his sister is on the transplant
wait-list for a third transplant. All team members note anxiety and pressured
responses. His mother (recipient’s mother too) contacts the transplant center
repeatedly to request updates on his workup; she is advised of Health Insurance
Portability and Accountability Act (HIPPA) restrictions. He believes donation
is the “right” thing to do, and resents that it is “expected.” He does not want to
donate, but is not sure if he could live with himself if he does not. During ILDA
phone assessment, he describes being “blackballed” until he proceeds with
donation. ILDA labels this behavior as coercive, explains this is unacceptable,
and suggests that the patient meet with the donor team members to strategize
next steps. Donor evaluation process is stopped and medical out is provided,
with rehearsal by both donor social worker and transplant coordinator.

Direct Payment

As outlined in the UNOS Guidelines for Living Donor Care, donor consent must
include disclosure that “it is a federal crime for any person to knowingly acquire,
obtain, or otherwise transfer any human organ for valuable consideration (i.e., for
anything of value such as cash, property, vacations) . . .” [15]. As part of review
of informed consent, then, ILDA assesses whether prospective donors understand
these provisions, and in turn whether they agree to abide by them. Secondary gain
as a factor in living donor motivation or decision making is a contraindication to
candidacy.

The National Organ Transplant Act of 1984 (amended in 1988 and 1990, and
colloquially known as NOTA) outlawed the sale of human organs [18]. Since then,
as the organ shortage has grown, organ trafficking and international “transplant
tourism” have been major ethical concerns for the United States and worldwide
transplant community [14, 17].

Concerns about unregulated organ sales and transplant tourism continue to man-
date careful evaluation and assessment of prospective donor’s expectations, espe-
cially as more potential donors present to transplant centers without an emotional
connection to their recipients (and so, presumably, less likely to observe the kid-
ney transplant recipient benefiting from living donor transplantation). The num-
ber of first-degree relatives as living donors continues to decline [5]. Although in
1989, only 8% of transplant programs would consider a nondirected donor, by
2007, 61% of responding programs evaluated nondirected donors [20]. Recom-
mendations from a UNOS, AST (American Society of Transplantation), and ASTS
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(American Society of Transplant Surgeons)-sponsored consensus conference on the
care of the living unrelated kidney donor recommended that evaluation processes
and structure be fundamentally the same, regardless of the relationship (or lack
thereof) between donor and recipient [6]. In all cases, including those lacking prior
relationship, shared understanding of expectations and degree of (or limits to) future
relationship between donor and recipient (including lack of financial relationship)
be agreed upon prior to proceeding. During prospective living donor evaluation, the
psychosocial assessment explores risk factors for secondary gain as a driving force
behind prospective donor motivation. These in turn are linked to problems of pres-
sure and/or coercion. Members of the transplant team should provide psychoedu-
cation about NOTA provisions, and seek prospective donor response to the same,
clarifying guidelines and options for next steps, including ways to walk away from
donation process. If psychosocial assessment identifies areas of risk, including con-
cerns about prospective donor transparency, the donor social worker may conduct
further assessment, seeking consistency in descriptions of motivation, sustained in-
terest and coping with a prescribed “cooling off” period, or consistency between
desire to donate and other behavior (such as volunteer work, etc.). Recommenda-
tions regarding risk factors will be contained within psychosocial assessment and
reviewed during donor candidacy meeting.

It is the ILDA role, then, to review prospective donor understanding of the guide-
lines, agreement to abide by them, and confirm prospective donor’s desire to pro-
ceed with donation given these parameters. If any of these conditions are not met,
ILDA presents this finding at donor selection as a clear contraindication to donor
candidacy. For example, in rare cases, a prospective donor may disclose offers of
secondary gain as coercive pressure or that he/she was unaware of NOTA provi-
sions prior to presenting for donor evaluation (see Case Examples 2 and 3). As an
independent and transparent advocate for donor rights and understanding, ILDA is
uniquely situated to help these prospective donors and the transplant team craft a
graceful way out that minimizes risk of negative impact, given that coercive pres-
sure may be in play.

However, ILDA can also assist the prospective donor—and the transplant
team—in sorting through considerations about secondary gain that can be confus-
ing in practice. To summarize a few historic examples, a previous controversy about
whether paired kidney donation constituted secondary gain was clarified only with
the passage of the Charlie W Norwood Living Organ Donation Act in 2007 (Public
Law 110-144), finding paired kidney donation acceptable under NOTA [18]. Simi-
larly, it has been generally agreed that donors can be reimbursed incidental costs
of organ donation, including travel and lost wages. Therefore, while it is clearly
illegal to profit from donating an organ, getting reimbursed for expenses is accept-
able. It is common for ILDA to help prospective donors clarify understanding of
these general guidelines.

However, in other cases, what constitutes “valuable consideration” can be
confusing. ILDA discussion with prospective living donors can identify areas of
question. When in doubt, ILDA can help prospective donors access clarification,
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including hospital ethics consult. Following are a few examples from my own
practice, without clear answers: if a prospective living donor gets a long-term
increase in health insurance premium costs, presumably related to the impact of
living donation, can the recipient cover these new costs? If a living donor delays
accepting a new job in order to donate, can he/she be reimbursed potential lost
wages? (see Case Example 4). In each of these examples, the prospective donor
declared himself/herself unable to proceed without the assistance and wanted to
comply with the law.

Defining the role of the ILDA here helps determine practice and next steps. Af-
ter all, few, if any, ILDAs are attorneys expert in NOTA law; although all ILDAs
should be well-versed in general concepts of medical ethics, not all ILDAs will be
seasoned members of a hospital ethics committee. Therefore, in assessing second-
ary gain as a contraindication to donation, it is nof the ILDA role to interpret NOTA
per se. Rather, ILDA reviews prospective donor understanding of provisions and
consent to abide by them, and partners with the prospective donor (and the trans-
plant team) to clarify areas in question.

Case Example 2: Secondary Gain

Details have been changed to protect patient confidentiality. In this case,
donor social worker is also an ILDA.

A 31-year-old woman presents for donor evaluation, hoping to donate to a
distant cousin. She learned of the recipient’s health status via a social media
posting, and has been emailing directly with the recipient since then. During
psychosocial evaluation, the prospective donor states calmly that the recipient
told her insurance would pay a $ 20,000 fee for donation. As a result, finances
are not a worry for her during her time off work. Donor social worker/ILDA
clarifies that in the United States, no insurance will pay cash for a kidney,
and in fact, this is illegal. Informed consent documents are shared to shed
further light on the regulations. The prospective donor is dismayed. She feels
“duped” by the recipient, and wishes to withdraw from donation. She states
that the payment is not what drew her to donate, but that the false offer of
cash leaves a “bad taste,” and she will not trust future communications with
the intended recipient. However, she does not want to confront the recipient,
as she is afraid of family “backlash” for withdrawing.

ILDA collaborates with her and with the rest of the transplant team to end
the donor evaluation. The clinician helps the prospective donor rehearse
what to say within her family (though this rehearsal might not have been
conducted by the ILDA had the ILDA not been a clinical social worker).
The prospective donor is found to be “not a candidate” at donor selection, a
finding which is transmitted back to her and (at her request) to the intended
recipient.
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Case Example 3: Secondary Gain

Details have been changed to protect patient confidentiality. In this case,
the ILDA is a nurse coordinator who works as part of an independent living
donor team (ILDT).

A 46-year-old man presents for donor evaluation, with intended recipient
his brother. Intended recipient also owns the duplex in which they both live.
Prospective donor is guarded, speaking in monosyllables when possible, and
although each member of the ILDT gets the “feeling” that he is unenthusi-
astic, no one is able to engage him around these questions. Finally, during a
follow-up phone call to share findings of the donor evaluation, prospective
donor discloses that he has been advised that donating a kidney is the way
he can avoid being evicted. He reports he “does not really have a choice.”
ILDA/coordinator is able to review concepts of secondary gain with him, and
encourages him to reconnect with donor social worker for further discussion
and intervention. Donor social worker helps prospective donor define ele-
ments of coercion and distinguish these from desired family roles and con-
nections. In turn, donor social worker and ILDA/coordinator work together
with prospective donor to identify ways to walk away from donation process.
Prospective donor is found to be “not a candidate” at donor selection.

Case Example 4: Secondary Gain

Details have been changed to protect patient confidentiality. In this case, the
ILDA is a chaplain who meets with donors at the end of the donor evaluation
process.

A 22-year-old man accompanies his father to his transplant evaluation,
expresses an interest in living donation at that time, and is advised that once
his father is declared a transplant candidate, he can be scheduled for donor
workup. Intended recipient’s case is complex, and it takes months to meet
candidacy criteria. In the meantime, the prospective donor is charged with
minor crimes and sentenced to several months of jail time. Upon his release,
he completes in-person donor evaluation. Briefly, his donor workup is WNL
(within normal limits); he meets medical and psychosocial criteria, although
he is noted to have a moderately high psychosocial risk profile. In reviewing
informed consent documents with the ILDA, prospective donor notes that he
was advised at a court hearing that “if I donated a kidney, the judge would take
this under advisement” regarding sentencing for other, still-pending charges.
Although prospective donor advised ILDA that this was not a factor in dona-
tion decision making (and ILDA found this to be believable, given prospective
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donor’s longstanding interest in donation and status as caregiver for intended
recipient), both the prospective donor and ILDA wondered whether this state-
ment constituted “valuable consideration” in the context of living donation.
ILDA assisted prospective donor in seeking input from the rest of the trans-
plant team and, ultimately, the hospital ethics committee. Ultimately, prospec-
tive donor proceeded to donation, but did so after completing legal obligations.

Understanding Risks

As is outlined in UNOS policies for living donor care, the ILDA reviews prospec-
tive living donor understanding of the donor evaluation process; the medical, surgi-
cal, and psychosocial risks of living donation; and the understanding of treatment
options and outcomes for the recipient [4, 15, 19, 31]. This has been identified as
a key element in the care of living donors, and is of particular interest given the
literature suggesting that past living donors lacked knowledge and understanding
prior to proceeding [9, 20, 33]. As such, from an ILDA perspective, living donation
is contraindicated if the prospective living donor does not understand the risks as-
sociated with evaluation and donation.

If lack of understanding is identified as a barrier to candidacy, ILDA should
share specific concerns with transplant team members, advocate for prospective
donor to receive additional assessment, education, or intervention as indicated,
and conduct follow-up assessment. In general, lack of understanding may be at-
tributed to cognitive deficits that preclude provision of informed consent, inad-
equate integration or understanding of risks/benefits as described by transplant
team members, or evidence of significantly unrealistic expectations associated
with donation. If, after follow-up assessment, the prospective living donor still
cannot reflect back understanding of risks, expected outcomes, or significant as-
pects of the process, then elements of informed consent have not been met, and
ILDA should summarize these concerns at donor selection meeting and recom-
mend against proceeding.

Certainly, in the role of an independent, unbiased partner through the process, the
ILDA is uniquely situated to help prospective donors assemble, and assess, global
understanding of risks as described throughout the donor evaluation process and by
many team members. ILDA checks in with the prospective donor about takeaways
from education provided variously, and at many time points, by nurse coordinator,
physician, and social worker. ILDA assesses whether the prospective donor has
processed, and retained, fundamental points acquired throughout, including under-
standing of medical, surgical, and psychosocial risks of proceeding; need for follow-
up care; expected outcomes for donor and recipient; and treatment options for the
recipient. Assessment at this stage further allows prospective donor to integrate both
globally understood risks of living donation and risks/impact specific to the potential
donor’s health history and risk profile (see Case Examples 5 and 6).
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Case Example 5: Patient Understanding

Details have been changed to protect patient confidentiality. In this case, the
ILDA is a social worker. Donor psychosocial assessment was conducted by
health psychology.

A 27-year-old single man hopes to donate a kidney to his mother, presents as
strongly motivated to proceed, and says he would be willing to undergo “any”
risk to help his mom. He lives with his parents and works part-time. Health
psychologist identifies some cognitive impairment, learns he was in special
education in school—diagnosis unknown to patient or family—and has never
lived independently. Medically, his workup is WNL (within normal limits)—
nephrologist and surgeon note patient participation in interview, whether his
answers were short. ILDA notes that the patient is unable to read the consent
forms and has some difficulty processing information provided.

At donor selection, ILDA voices concerns about patient understanding, at
which time, team recommends additional evaluation. Neuropsychology finds
prospective donor limited but competent, recommends oral teaching and rep-
etition. Prospective donor, accompanied by his father (who was previously
ruled out as a donor), eagerly participates in additional teaching sessions
(with coordinator) by phone. Prospective donor phones in to ethics consult,
voices his desire to donate and ably answers questions about risk. He pro-
ceeds to donate and reflects back positively on the experience.

Case Example 6: Patient Understanding

Details have been changed to protect patient confidentiality. In this case, the
ILDA is also a social worker.

A 57-year-old woman presents as a potential nondirected donor. Medical and
surgical evaluation identified many complex risk factors; psychosocial evalu-
ation is WNL (within normal limits). Discussion at donor selection centered
around prospective donor as high risk medically, but team determined she
was a candidate if she understood her risk factors. In the interview with ILDA
after medical workup was complete, prospective donor stated repeatedly
that she would donate “if you can guarantee I’ll be OK.” She was not able
to reflect back teaching provided by nephrologist, and instead stated, “I’ve
heard donors do great afterwards.” Despite repeated efforts at teaching and
engaging by multiple team members, she was not able to reflect understand-
ing of risks associated with donation, nor of her specific risk factors. ILDA
documented her lack of understanding of risks, and of the informed consent
process generally, as a contraindication to donation.
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The ILDA participation at this stage is also an opportunity to help the prospec-
tive donor voice confusion and ask questions. ILDA can forward concerns to other
team members for follow-up. In these cases, lack of understanding may not be a
permanent contraindication to living donation, but may instead trigger addition-
al (or adapted) teaching, or evaluation. ILDA forwards concerns about prospec-
tive donor’s lack of understanding to other team members, who can then arrange
additional consults—for example, neurology or psychiatry, and/or tailored teaching
to accommodate learning barriers identified during psychosocial assessment (most
commonly at our center literacy limits) [10]. ILDA can also assist prospective donor
in asking specific questions of a transplant team member.

It is also not uncommon for prospective donors to voice that risks are of “no
concern,” and that they want to donate “no matter what.” Many prospective donors
share that the “worst news” would be a medical rule-out during evaluation. Sim-
mons et al., in research dating back to the 1970s and 1980s, found that living donor
(LD) decision making centers on moral, rather than deliberative, reasoning [23]. It
is sometimes a clinical and practice challenge, in these cases, to help prospective
donors slow down enough to process information about risk. As such, part of the
informed consent process is to assess whether donors are able to process informa-
tion and whether they have actually integrated it.

Structured interview with the ILDA helps potential donors focus and reflect under-
standing back. The ILDA can further promote engagement by encouraging the poten-
tial donor to invite a family member (often more concerned than the potential donor
himself/herself) to participate in this learning and teaching, or the ILDA can otherwise
strategize creatively. Formal evaluation, with the goal of reviewing what has been
learned and what will be involved in consenting to donate, promotes potential donor
participation. In this context, it is rare for a prospective donor to decline to participate.

That said, psychosocial status risk profile certainly affects patients’ ability to
integrate understanding of risks. Some people may lack the maturity to identify
themselves as ever vulnerable to risk; others may demonstrate “magical thinking”
about what living donation will do for the intended recipient. Each of these factors
could be described as a relative contraindication or risk factor, warranting careful
psychosocial assessment and review, and the ILDA role in this will vary according
to the ILDA’s professional background and structure of the role on the team.

Documentation of Findings and Next Steps

Guidelines for ILDA practice outline documentation requirements and have been
specific about content areas [15, 29, 31]. If ILDA identifies a contraindication to
living donor candidacy during assessment, this finding should be summarized and
should appear in recommendations. Rationale and evidence should be available for
review by transplant team members and by the prospective donor upon request. In
turn, ILDA should participate in donor candidate selection meeting to discuss find-
ings and assist in care planning.
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Chapter 15

Management of Conflict Between

the Independent Living Donor Advocate
and the Transplant Team

Roxanne M. Taylor

The role of the independent living donor advocate (ILDA) was created with the ex-
press purpose of providing the potential living donor with a contact person, within
the formal transplant structure, who was not interested in the outcome of the poten-
tial transplant recipient but interested in the donor and donor’s needs. The sugges-
tion of an ILDA was made at the Amsterdam Forum in 2004, although no specific
guidelines were provided at that time [1]. Since that time, the United Network for
Organ Sharing (UNOS) has defined the ILDA role as one of promoting the best in-
terests of the donor, advocating for the rights of the donor, and assisting the donor in
understanding the consent process, the evaluation process, the surgical procedure,
medical risks, psychosocial risks, and the need for follow-up care [2]. Again, the ex-
act process of the ILDA functions within the transplant team is not clearly defined.

The role of the ILDA is a unique and unusual one. It is the job of the ILDA to
assure that the potential living donor is making a well-informed, autonomous deci-
sion. The ILDA is expected to act in an ethical manner in assisting the living donor
to make this decision. The ethical principle of non-malfeasance would require that
the ILDA (as well as the transplant team) would do no harm to the living donor,
either physically or psychosocially. However, because the act of donation can save
or significantly enhance the life of another, the beneficence (doing good) of the act
is considered by most to be a justification for the donation [3]. One must consider
that any donation surgery is putting a healthy individual at risk for surgery and
possible long-term health issues of their own for the benefit of someone else. The
justification for this must be weighed carefully [4]. There must be respect for the
donor and the donor’s decision whether to donate. The ILDA must be sure that the
donor’s rights and values are honored and are never considered above those of the
recipient’s [3].

The reality is that all health care professionals want to believe that they are be-
ing an advocate for their patient. No matter what our role may be in the patient-care
team, health care professionals have all been taught that the patient’s needs and
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rights come first. However, communication failures between the health care team
and the patient have at times caused preventable harm to both patients and caregiv-
ers. Many communication failures are the result of a hierarchical health care system,
and many patients are unable to express their true feelings and fears to their provid-
ers. Improving communication with and within the health care team improves the
quality of care and patient safety [5].

Schwartz describes a patient advocate as one who assists the patient through a
clinical process by providing clarification, education, and advice. This person can
help a patient steer through a complex system because of the patient’s lack of under-
standing or knowledge. The patient advocate should be a member of the care team
and be a voice for patients when they are not present. The relationship between the
patient and the health care team should be one of care. The concerns and the best
interests of the patient are the core of all care decisions. Because of the very nature
of the role, the advocate may be adversarial and can promote discord among the
care team [6].

Prior to the formation of the ILDA role and the formation of transplant multidis-
ciplinary teams, the physician had the ultimate responsibility of deciding whether
a person could be a living donor. The transplant surgeon has a relationship with the
donor that must be based in trust that the physician has the health and life of the
donor as their sole concern. Delmonico and Surman state that the physician has the
responsibility of assessing the donor suitability by assessing their motives for do-
nating, providing the donor with a complete process of informed consent, as well as
exercising medical judgment of the risks to the donor [7]. This still holds true, but
the current practice is that the overall suitability of the living donor is determined
by the transplant team and not by a single practitioner.

No matter the structure of the transplant team, it is still in the educational make-
up and nature of physicians to act as their patients’ advocate. It is within their ethical
practice to care for their patients’ individual issues and address the root causes of the
problems [8]. Physicians should promote healthy lifestyle decisions with a shared
process of well-informed patients by discussing all treatment options and acting in
the patient’s best interest. Nurses are in a unique position to act as patient advocates
because of the amount of time they spend with the patients and their background in
patient-centered interdisciplinary care [9].

Both physicians and nurses have been part of the donor’s care team for years,
but many times, they were also involved with the recipient’s care as well. Although
they may think they are always acting in the interest of the donor, it is hard not to
consider the recipient’s often failing health. It would be very easy, but not neces-
sarily intentional, for any member of the transplant team to imply that the recipi-
ent’s life or well-being could depend on them getting transplanted. In addition, the
donor may feel pressured, explicitly or implicitly, by the physicians and nurses in
the transplant team and be afraid of speaking up about an issue of concern. It is also
possible that the donor may understand the criteria for acceptance as a living donor
and could possibly withhold information from the transplant team, either about their
health status or about their motivations to donate.
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The formation of the ILDA role has allowed the potential living donor a person
with whom, it is hoped, they can communicate—someone who, although a part of
the transplant team, is never directly involved with the care of the recipient. In order
to reduce the chance of error when dealing with living donors, the transplant team
must build a culture of safety and quality and be designed so that system processes
ensure that all information is communicated clearly and is understood by the donor
throughout the donation process [5].

Disagreement among transplant team members can occur when weighing the
medical and psychosocial factors that arise as part of the evaluation process. When
an ethical dilemma occurs, there may be varying opinions about the course of action
to be taken, and these may involve conflicting personal values, morals, beliefs, and
medical judgments. If a disagreement does occur, there needs to be an exploration
of all relevant information followed by an open discussion in which all team mem-
bers can be heard and all acceptable options reviewed [10]. The question is always
what is the best decision for the living donor.

In a national survey of ILDAs, the majority had reached a consensus in all cases
with their transplant team, with some having to collect more information from the
potential living donor or to discuss the case with an outside body to reach a final
decision. Most ILDAs were part of the multidisciplinary selection committee, but
some did not attend or only occasionally attended such meetings. Some were not
even aware that this should be part of their role. There was some agreement on the
duties of the ILDA role. The education of the ILDAs varied greatly, and the career
backgrounds ran from medical professionals to members of hospital ethics commit-
tees to the clergy [11]. With little consistency in defining an ILDA, there is little
doubt as to why there is confusion and sometimes conflict between the ILDA and
the other members of the transplant team.

Possible Conflict Scenarios

A medical and surgical risk for the living donor varies from person to person and
depends on their age and previous medical history. Surgical risks exist with any type
of surgery and, although the mortality rate is low (0.03 %), deaths have occurred
second to pulmonary emboli, infection, and bleeding. Post donation, future medical
risks for living donors can be directly related to lifestyle health decisions, such as
smoking and obesity, loss of the single remaining kidney from trauma or cancer,
hypertension, and diabetes. Women may be at a higher risk of developing diabetes
if they experienced gestational diabetes during pregnancy. Donors may have family
histories of genetically transmitted kidney diseases that need to be fully explored
to determine any degree of future problems [12]. The younger the donor, the more
difficult it becomes to be able to fully predict the future health and risk for the do-
nor. Certain minority groups may be at a higher risk for developing hypertension
and diabetes [13]. It is the surgeon’s and nephrologist’s responsibility to assess the
potential medical risk for each donor.
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The decision could be made by the transplant physicians that a donor should
not donate because the future risk to their health is deemed too great. This may be
a straightforward decision for the physicians involved but may not be easy for the
ILDA. There are many reasons why a donor may feel it is worth the risk to donate,
and the ILDA must explore these reasons with the donor. The donor may be a par-
ent, and their child’s health will be much more important to them than their own.
The recipient may be gravely ill, and the donor may feel it worth the risk of the sur-
gery to save the life of another. In one study, it was determined that as many as 74 %
of donors were willing to accept a risk of death greater than the current 1 in 3,000;
in fact, 29 % were willing to take an almost 1/2 risk of their own lives in order to
save someone else [14]. There should be written policies and practices that outline
the short- and long-term risks for living donors that would allow the transplant team
reasons to decline a donor if the medically acceptable criteria are not met and also
allow the donors to make a free and informed decision to donate if they are medi-
cally suitable [13]. Using the same scenario, the ILDA may have an ethical dilemma
in accepting donors that are medically marginal, fearing that the donor is putting
himself at greater long-term risk. The donor may be willing to take a higher health
risk that the ILDA does not feel is reasonable.

The formal psychosocial evaluation of the potential living donor is completed by
a social worker, psychologist, or psychiatrist who is associated with the transplant
team. The ILDA becomes part of that evaluation process by the very nature of the
relationship of the ILDA and the donor; however, whether the ILDA performs the
psychosocial evaluation varies from center to center. The ILDA may be privy to
information that is shared by the donor that is not given to the other transplant team
members. It is the psychosocial aspect of the donor’s evaluation that is most likely
to cause the greatest concern to ILDA and will also most likely be the greatest
source of conflict within the transplant team.

Depression exists outside of the realm of donation and impacts 6.6% of all
Americans within a given 12-month observation window [15]. It has been noted
that depression is a risk of donation and affects anywhere from 5 to 23 % of living
donors within 4 years after donation. The frequency of depression in donors varied
and was dependent on many different factors; it was prevalent in women than men,
in whites as compared with non-whites, in donors who experienced complications,
and in unrelated donors whose recipients suffered graft loss or death [16].

The difficulty of working with living donors is that they are human beings and
come to the transplant programs to be evaluated as such. The relationship they have
with the recipient varies from biological sibling, parent, child, spouse, close friend,
to total strangers. In the study done by Fisher and colleagues, it was found that 71 %
of living donors believed they had a close relationship with their recipients, 28 %
thought their relationship was close to somewhat distant, and 11 % felt that there was
some tension or conflict within the relationship but chose to donate anyway. Some
degree of family conflict was reported in 25 % of the cases reviewed [17].

One question that is repeatedly asked of potential living donors is why they wish
to donate. The motivations of living donors can be complex and varied but the main
motivating factors appear to be altruistic, a desire to help another person have a bet-
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ter life. Most donors witness the stress, anxiety, and decreasing health of subjecting
someone they care about to the rigors of long-term dialysis [ 18]. In one study of living
liver donors, the donors were found to have high levels of altruistic, caring behaviors.
In the group of donors used for the study, 70% had recently donated blood as com-
pared with 4% of the general population of the United States and 62 % had already
signed organ donor cards as compared with 37 % of adults in the United States [19].

How is the relationship between the donor and the potential recipient explored,
and if the conflict is identified, how is this handled? Is there support of the living do-
nor from their family in their decision to donate, and is there physical support avail-
able during their recovery immediately post donation? The ILDA should determine
the support system available to the donor. One cannot assume that there is adequate
support simply because the donor is married. Support from a partner can depend on
their behavior, beliefs, values, and their attitude toward the donation [18].

In a study reviewing the motivations of living liver donors, DiMartini and col-
leagues found that the most concerning potential living donor was one who was
ambivalent toward the donation. They worried more about the surgical event, the
pain involved, the recovery period, and their short- and long-term health. Unlike
most living donors, they had trouble seeing the positive emotional benefits of donat-
ing and focused on the negative physical effects of the donation. They were more
likely to express negative feelings about the donation and had more issues post
surgery. Their recommendation was that the ambivalent donor should be screened
very carefully, further education should be offered, and counseling and extra time to
think about their decision to donate was suggested [19]. In Rodrigue’s measurement
of living donor expectations, it is noted that donors who have high expectations of
changes within their interpersonal relations, expectations of health consequences,
and other life changes were at higher psychosocial risk and may suffer a harder
“psychological fall” post donation [20].

Assessing the potential living donor’s state of mind, exploring the relationship
they have with the recipient, and determining their motivation are all within the role
of the ILDA. This can be difficult when there are so few guidelines available. As
per the Organ Procurement and Transplantation Network (OPTN) (UNOS) policy
for evaluating living donors, the ILDA is to assist the living donor in understanding
information about the psychosocial risks of donation, which can, but are not limited
to, include the following:

» Assess for psychosocial issues that might complicate the living donor’s recovery
and identify potential risks of poor psychosocial outcomes.

» Determine that the potential donor understands the short- and long-term medical
and psychosocial risks associated with living donation.

» Assess whether the decision to donate is free of inducement, coercion, and any
other undue pressure by exploring the reason(s) for volunteering to donate and
the nature of the relationship (if any) to the transplant candidate.

» Review the occupation, employment status, health insurance status, living arran-
gements, and the social support of the potential donor and determine if the poten-
tial donor understands the potential financial implications of living donation [2].
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A literature review of 35 studies of psychosocial issues in living donors found no
consensus in regard to the structure and method of psychosocial evaluations of po-
tential living donors, although this is clearly a regulatory requirement [18]. The
ILDA must be knowledgeable about the risks and benefits associated with all phas-
es of the donation process [2], but there is no consistency in who performs this duty,
what their professional or educational background is, nor is there a standardized
assessment tool for them to accomplish this task.

The ILDA must explore all these potential psychosocial aspects as part of the
donor’s evaluation and make a recommendation to the transplant team of their suit-
ability for donation. Living donors who have an unstable mental illness would not
be a suitable candidate for donation, however if the donor is currently stable with
medication treatment, seeing a counselor or psychiatrist should be considered for a
second opinion. The ILDA could certainly have a differing opinion of the suitability
of a donor with a history of depression than the rest of the transplant team. On the
one hand, the ILDA may feel that a history of depression is too great for a living
donor and may fear that the depression could worsen post donation. The ILDA may
also feel that the risk of depression may worsen if the donor is not allowed to donate
and the recipient’s health declines. Lack of social support, family relationships, and
conflicts with the potential recipient are all areas of concern that the ILDA may feel
strongly about and cause them to hesitate in their decision to recommend a donor
for donation to the transplant team.

As a part of assessing the potential living donor’s understanding of the medi-
cal and psychosocial risks, the ILDA should evaluate the donor’s ability to give
informed consent for the donation. Most people do not have the medical knowledge
or background to truly comprehend the full risks of any surgery, never mind one
with the long-term implications of living donor nephrectomy. The general public
must therefore put their trust into the competency and integrity of their health care
providers. Informed consent is based in the ethical care of the patient and their right
of autonomous decision making. Informed decision making requires that the patient
receive knowledge of the intervention, the ability to process the information, and
freedom to make a personal decision [21]. In addition, the informed consent and
written educational materials must be in the language appropriate for the reading
level of the donor so they have a full understanding of the risks involved and are
prepared for the donation process [5].

It is the right of every living donor to be fully informed of all aspects and risks
of living donation. As per OPTN Policy 12.2 and 12.2.1, the potential living donor
must not only give consent to the donor nephrectomy but also give consent to be
evaluated [2]. These policies were created to protect the rights of the living donor,
and it is the clinical judgment of the ILDA to assess the potential donor’s under-
standing of the procedure and the long-term health implications, and determine if
there is any possible constraining or impelling influences on the donor’s decision-
making ability. The potential living donor is not only in a position to better the life
and health of another but also in a vulnerable position as the decision to even allow
them to donate is in the hands of the medical transplant team. This vulnerability
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can be compounded by poverty, a general lack of education, or a history of mental
illness [21].

Clearly, it is possible that the ILDA may decide that a living donor either has
not been completely well informed about living donation or lacks the capacity to
make a well-informed decision about living donation. A donor may fully fulfill the
medical evaluation criteria for donation but not meet the qualifications in an ILDA’s
judgment. This is a situation that may be resolvable with further donor education or
may be an ongoing point of disagreement within the transplant team.

Not only the informed consent of the donor must be taken into consideration but
also that which may cause conflict within the transplant team. It is possible that cer-
tain living donor behaviors or history may cause concern for the recipient and may
place the living donor in a high-risk category. The living donor has the right to his
or her privacy and the knowledge of high-risk behaviors may have the potential for
adverse effects in personal relationships, employment status, and insurance cover-
age. The recipient also has the right to know if they are at risk for contracting HIV,
hepatitis B or C, or any other infectious diseases. The disclosure of such behaviors
can change the relationship with the recipient and cause the recipient not to accept
the organ for transplant. Potential living donors must fully understand the implica-
tions of disclosing such personal information, and the ILDA must remain vigilant of
the pressure not to reveal such information to the transplant team [22].

Conclusion

On the basis of an informal poll of other transplant programs as to their policy re-
garding disagreements between the ILDA and the rest of the transplant team, most
programs had policies in place that gave the ILDA an option of seeking other coun-
sel if an issue with a potential living donor did arise. The most common avenue was
a second opinion from the hospital’s ethics department, patient relations, physician-
in-chief, or some other hospital administration department. Most noted that they
had never had to do this. Issues were discussed at the donor selection committee
and a mutually agreed upon conclusion was reached. Frequently, problems could
be resolved by addressing more education with the donor or referring the donor for
another opinion, such as a psychiatrist. Most programs also stated that the ILDA had
the power to veto a donation, although again, they never had to wield this power in
the face of team opposition.

The idea of having some type of grievance policy is also being addressed by
UNOS. In the current proposal for policy changes, the proposed policy governing
the ILDA must include a way to deal with any grievance the ILDA may have with
regard to disagreements with the transplant team. The proposed policy states that
the transplant program will provide for the ILDA to file a grievance when necessary
to protect the rights or best interests of the living donor and to address any griev-
ance raised by the ILDA concerning the rights and best interests of the donor [23].
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The role of the ILDA has become more complex since its inception many years
ago. Although the exact function and duties have been slow to be defined, this
appears to be changing with each new UNOS policy and bylaw update. As the
demands of the job become clearer, the professional background of the ILDA will
need to become better defined as well. Currently, the role can be filled by almost
anyone.

There are many reasons why the ILDA may have reservations about the suitabil-
ity of a potential donor while the remainder of the team finds that donor acceptable,
and there may be reasons why the transplant team may have issues with the suitabil-
ity of the donor when the ILDA may not. We have the unique privilege of working
with people who are literally willing to give of themselves and put their lives and
health in the hands of the transplant team. This situation puts the responsibility of
the donors’ care in our hands, as we continue to improve access to transplantation
for the recipients and we increase our knowledge of the risks and benefits of living
donation [13].

The key to dealing with conflicts between the ILDA and the transplant team is
that the ILDA must be a part of the team, with equal voting power in determining
the suitability of all potential living donors. The members of a well-functioning
team need to understand the role and responsibilities of each team member and
respect each team member’s judgment. An effective team discusses, evaluates, and
seeks to make improvements in their process and thereby increases patient safety.
The members of the team must feel free to speak up for living donors and them-
selves, and there must be true collaboration and respect [5].
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Chapter 16
Story Behind the Story

Barbara L. Rutt

“Who wants to hear a story?” This line spoken by Wilhelm Grimm in the movie
The Wonderful World of the Brothers Grimm has captured my mind ever since |
first heard it. I have always loved stories, and the stories behind the story fascinate
me the most. These stories fascinate me because they are about real people telling,
reminiscing, and sharing the why of who they are; as the listener, the stories make
the connections I think I need as the one making the living donor advocate (LDA)
assessment. Enough about me, let us proceed to what is needed for storytelling and
how storytelling helps the LDA and the donor in establishing a relationship of trust
and how the sacred story of the donor’s life shapes his/her understanding, motiva-
tion, and decision making.

Stories draw us in, as we tell of things that happen in our lives and help us to
make meaning of these episodes in our lives. These stories are rich resources that
give insight into how we make decisions. In telling our life stories we become vul-
nerable. We may reexperience the feelings as we relive the experience through our
remembering. We may also open our minds and hearts to reframe or understand
more deeply, our beliefs, convictions, and responses to life.

We tend to have an idea of how we want our lives to flow, our life plan. When
we tell the stories of our past and our plans, we become known to ourselves. Donors
are, in essence, sharing a life plan that has taken a new turn by the decision to do-
nate. In their stories there may be other factors, decisions they have made or life cir-
cumstances that are brought to mind that open their eyes to how their stories shape
or reshape their lives. When donors tell their story, it is work—soul work. This deci-
sion for donation may change the life plan once again, depending on the outcomes
of the process and surgery, thereby possibly changing the rest of the donor’s story.

Storytelling may happen in groups, such as around the kitchen table or among a
group of friends. The telling of one’s story also happens one on one, when you share
a piece of yourself with someone special or tell something about yourself to your
child, physician, employer, etc. Storytelling may be informal or formal. The type of
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story and the way it is shared depends on the purpose and the environment. The fact
that it happens and that the memories are shared are what is important.

The purpose of the LDA interview has several facets: to be sure the donor is
making an informed decision, to understand the motivation for the donation, to rec-
ognize the type of support system that may or may not be available, and to discover
any aspects of coercion. Storytelling is the work of the soul; therefore, safety is
required for the donor to be able to reflect and tell the sacred story of possible lost
memories and experiences that may come forth and give meaning to their decision.
In order for the donor to be able to share the story of his/her life, a safe environment
is created by the LDA by explaining the interview process and encouraging the
donor to ask questions of the LDA throughout the interview.

The tool used at Lehigh Valley Health Network begins with some basic informa-
tion gathering, sharing, and an invitation for the donor to feel free to call anytime
throughout his/her testing and discernment course. The LDAs tell the donors that
we are available to support the donors and discuss questions they may have, all the
way through surgery. Throughout the interview, the LDAs remind the donor to ap-
proach them when the donor has questions, concerns, or feels in need of support.

Once a safe environment is established, the donor begins to relax and the pro-
gression of integrating lives begins. In hearing the donor’s story, the LDAs are add-
ing a story to their own and weaving it into their understanding. As LDAs, we must
be sure to ask for clarifications while hearing out the story, for we bring our own
life experience, complete with its culture, motifs, codes, and imageries. Hence, we
need to listen to the story as a stranger. We listen to the language, as a disinterested
party, as someone who is hearing it for the first time without any judgment or bias.

Think back to a time when you heard a story for the first time. Where did it
transport you? What were the facial expressions of the teller? What about the body
language? Was the storyteller stiff, or was he animated? We need to ask ourselves,
“How did all these pieces help our understanding of the story?” So it is as we listen
to the donor’s story and ask the questions needed to help them tell their story.

The stories of our lives are sacred to us as individuals. The stories tell of our love,
our heartaches, the good and bad of our growth and development, and what makes
meaning to us.

These stories tell of the relationships we have with ourselves, our family, friends,
and enemies. Sometimes, family members and friends who voice their negative
opinions for the decision to donate may be viewed as enemies.

As our donors come to us with their stories, they may transport us into their
family situations; their tears can sometimes move us to tears, and their laughter can
make us giggle. Do not misunderstand: We are not supposed to integrate ourselves
into their story and have their emotions become ours. We are to listen to them with
emotional understanding and empathy.

As they tell some of their stories, their body language reveals more about them
than their words. We see the love, the fear, the compassion, and the energy they
have for life in their facial expressions , tears, and body movements.
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The first 5-7 years of an individual’s life are considered the formative period of
development. During this period, the framework for our decision-making as well as
our worldview, our emotions, coping skills, and belief systems is formed. However,
as discovered in the first altruistic story the LD could only vaguely share her life
story prior to the age 19. After the age of 19 she was very detailed in her conversa-
tion. There are exceptions, and we must be vigilant with these exceptions, to gain a
deeper understanding of our living donors and not set them up for misunderstanding
because of our preconceived ideas of the natural framing of life.

The tool used by the LDAs at Lehigh Valley Health Network helps us to begin
our conversations and encourages the donor to share the stories regarding differ-
ent types of relationships. An example of the tool used is given here, along with
some explanations. Each section addresses the principles that the LDA has to as-
sess: motivation, finances, support, coercion, appropriate decision-making capabil-
ity, and appropriate knowledge base.

Lehigh Valley Hospital

Potential Living Organ Donor Interview

Name: Date:

Phone #: used as an identifier

DOB: used as an identifier

Religion: assists with answers to section 11

Local community of faith: assists with section Il

Recipient Name: Relationship to Donor:
Living Donor Advocate:

Have you read the information booklet on living kidney donations?

P23 The page number is a reference to the page that specifically addresses the LDA. Many times
the donors will say they have read the book and subsequently have no idea why they are being
interviewed by the LDA. This helps the LDA know to ask other questions regarding the donor’s

knowledge of the material.
Do you understand what you have read?
I. Relationship with Self :

In this section, information is obtained regarding the donor’s emotional and psychological

aspects of living donation, issues of pressure to donate, medical conditions the donor may have



234 B. L. Rutt

had in the past, as well as the donor’s understanding of the living donation process. Other areas
for consideration are the donor’s understanding of how the surgery and post-operative process

may interfere with the lifestyle of the donor or future plans both physically and financially.

A. Donor is able to identify and discuss major life events:

These events can be from childhood through adulthood. The event and description of the event
assists in understanding who this person is and how the donor responds to memories of his/her
life. Sometimes the donor has a difficult time thinking of an event, or deciding which one to
choose, or will only name the event and must be prompted to share more information so the LDA

can have an understanding of who this person is.

1. Family of origin.
Describes the family make-up. birth mother/father; step parents; extended, single.

Relationships between these individuals are also discussed.

What lessons have your mother and father taught you?
Describes relationship to parents and values.
2. Sibling relationships, then and now:
Frequently relationships as children change as we mature.

3. Education experience:

Describes the formal education, does not negate life experiences and donor’s education
through their own readings. They may only have an eighth-grade education, with a
college-level understanding through the reading they have done.

4. Work history
Describes stability, growth, development.
B. What kinds of things do you enjoy doing for fun? Relaxation?
C. Have you ever experienced a serious illness?If yes, describe.

D. Have you ever experienced surgery that required general anesthesia?
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E. What would you say is your motivation for this organ donation? Motivation is
sometimes a difficult question for donors to answer other than “I want to help.”
A follow-up question of “Why?” brings about some discussion and adds the

motivation to the story.

F. How is the candidate helping you with the out of pocket expenses?

Are you aware that you cannot receive payment of money or other compensation

for being an organ donor?

G. Have you considered the effects of donation upon the following areas of your
life: housing, childcare, transportation, follow-up visits, support, extended time

off from work, or family planning?

H. Onascale to 1-10, what would describe your level of peace now?

Most donors are about a 7 or an 8 for the level of peace. Once in a while a 10 will
Jjump out. Discussion on the level of peace extends the story and deepens the LDA’s
as well as the donor’s understanding of the reasons for donation. This also adds

understanding to the motivation of the donor.
(not at peace) (very much at peace)

1 2 3 4 5 6 7 8 9 10

II. Relationship with a Higher Power:

Discussing the Higher Power contributes to the LDA’s understanding of the donor’s
spiritual self. In addition, a deeper understanding of motivation and support systems is
clarified. If the individual did not have a religion on the initial intake question, the first
four questions are still applicable. Depending on the answers and discussion, the last

question may be asked.

Sometimes a person’s beliefs/ denomination can influence their decision for or against
donation. Sometimes this can be to the point of coercion by the belief system. Prayer
and what individuals pray about is personal. However, what a person prays about in

general and how they believe their prayers are answered assists the LDA in assessing the

donor’s spiritual distress level.
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A. Do you consider yourself a spiritual person?

B. Do you believe in a Higher Power?

C. In what image would describe this Higher Power?

D. Do you have a personal relationship with this Higher Power?

E. Do you participate in a religious denomination?

F. What do you feel is the greatest teaching of your religious denomination?

G. Do you know what your religious tradition teaches about donating one’s organs?

H. How do you think belonging to this religious tradition is influencing your decision to
become an organ donor?

I. Do you pray? What kinds of things do you pray about? Do you believe prayers are

answered?
III. Relationship with Community:

The relationships in this area assist the LDA in determining emotional/psychological aspects,
internal/external pressure to donate, and the type of support, motivation, and financial aspects.
The donor will need emotional support prior to and post-surgery. Many times donors do not
realize they also need this type of support. The donors are in the mindset of “I am doing a good

thing,” which they are, so emotional support is not sought after.

A. Do you live alone or with others?

B. From whom do you find your greatest support?

C. Have you discussed this organ donation with anyone? If so, with whom?

D. How do members of your immediate family feel about this organ donation? Have
others expressed concern for you?

E. How do you think others (i.e., neighbors, co-workers) feel about this organ donation?
F. Does your current employer know of your decision to be an organ donor? Are they
supportive? Do they know of the extended leave?

G. With whom do you share your most intimate fears and concerns?
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IV. Relationship with Significant Other(s) :

The internal/external pressure to donate, the medical/psychological conditions, the living donor
process and perhaps the freedom and confidentiality to decline, financial aspects, as well as

other options for the recipient are all discussed in this area of the interview.

A. Describe the most significant relationship in your life.
B. Describe the nature of the current relationship with the transplant patient (¢his is not
always known).
1. Are there any familial ties to this patient?
2. How long have you known this patient?
3. How did you meet?
4. On a scale from 1-10, how important is this person to you?
Usually the individual is a 9 or a 10 on the importance scale. Occasionally, 1
have found a donor to rate spouse a 10, children 9, parents or siblings 8, friends
7 and so forth.

(less important) (more important)

C. History of the need for organ donation.

1. Did this person approach you to be a donor, or did you approach them?
2. Five years ago, would you have thought that you would be an organ donor?
3. What are your fears concerning this transplant surgery?

4. Have you considered the possibility that the organ you are donating may be rejected?
How do you feel about that? Although this question is sometimes difficult for people to
answer, it brings about wonderful discussions and opens many doors of understanding.

The question helps the LDA as well as the donor understand motivation.

5. Do you feel that in any way you are being coerced into being a donor? By the patient?

By family? Religious community? By the medical team(s)?

Usually the donor will tell me they are not being coerced. They have not thought about it

and may not realize there are different ways of being coerced. They may not realize that
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they themselves are so bent on donating they are not seeing the whole picture and hence

coercing themselves. Therefore, I ask the following questions:

On a scale from 1-10, how free do you feel you are to be an organ donor?
(not free) (totally free)

1 2 3 4 5 6 7 8 9 10

On a scale from 1-10, how free are you to walk away from this decision?

(not free) (totally free)

1 2 3 4 5 6 7 8 9 10

What would happen to the relationship with the candidate if you were not to donate?

Interviewee’s remarks: The donor is free to add comments of areas we did not cover.

Areas to Further Explore: The LDA makes an assessment.

Living Donor Advocate Date

Let us take a closer look at the last two questions in the example given. It is easy
to say you are free to be an organ donor. On the other hand, many donors have said
they cannot walk away. They have given their word, and they would not back out
once they have given their word. Is this coercion or commitment?

There are times donors will hear of the need and, emotionally, offer on the spot,
or even later, to donate without knowing what is involved. These donors may feel
obligated to continue because of their commitment to the candidate and not want to
back out once they learn of the process. Throughout the process, donors are given
education and an opportunity for counseling and for opting out gracefully or medi-
cally.

As we discuss this issue, the stories tumble out about how the freedom to walk
away would be there if it were not for the commitment to their word. If there is a
part in the process that says the donor cannot go forward, they have the freedom to
walk away and not feel they have not tried to help.

The names in the following stories have been changed to protect the identities
and also give credence to the personalities.
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Story 1: Nonrelated

This is the story of a 41-year-old man. Connor wanted to help his stepdaughter have
a better chance at life by receiving a kidney. Connor had read the book and looked
online for information regarding the living donor process. He felt he understood
what was expected.

Connor worked at Ground Zero post 9/11 to help with the aftermath. He recalled
that experience as being filled with fear; he said, “it was something you had to do
to understand.” A quiet strength exuded from him as he sat in my office that day, in
August, and shared his story.

We talked about his family of origin; he is the only male child, with three sisters.
He remains close to one of his sisters; the others have moved away. His mother and
father taught him right from wrong and to be fair, and his father taught him a strong
work ethic. Connor finished high school and had on-the-job training with an electric
company, where he has been working for the past several years.

For fun, Connor mows the lawn and plays video games with his son. To relax,
he enjoys that backyard with the freshly mown lawn. If it is raining, he uses the
Internet to relax. He has never had a major illness, and the only surgeries requiring
anesthesia, have been minor.

With his motivation to help his stepdaughter, his wife to help support him through
recovery, and a stable home, Connor rates himself a 10 on the peace scale. Moving
onto relationships with the Higher Power, Connor considers himself a very spiritual
person, which also helps with being at peace.

Connor says, “You cannot describe this Higher Power. It’s bigger than the pic-
tures you see in church.” Although Connor does not have faith community, he has a
prayer life. He and God have ongoing conversations. These conversations are about
everyday life, family, problems, and joys.

In addition to God in his life, Connor lives with his wife, stepdaughter, daughter,
and son. Although he has all these people around him, his greatest support is him-
self. He had discussed organ donation with his wife. She was a bit concerned. He
also talked about it with his boss, who was supportive knowing about the possibility
of extended leave from his job. Connor has not shared this with anyone else and
he does not express his fears regarding organ transplant or anything else to anyone
other than himself. He is a very self-reliant individual.

His most significant relationships in his life are his relationships with his chil-
dren. They bring him tremendous joy and pride. He has known his stepdaughter
for 17 years and loves her very deeply. On the importance scale, Connor rates the
stepdaughter a number 10.

When the need for a kidney for his stepdaughter arose, Connor stepped up and
said, “I am going to do this, she needs a kidney. Five years ago, would Connor have
donated? He said, “Depending on the recipient, if family, yes.” Connor does not
have any fears regarding the surgery; however, we had this little question about
considering the possibility of rejection. Connor’s face became very serious, he was
quiet for a moment, then said, “What can you do?” I prompted with “How would
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you feel?” Again he was quiet, then softly and hesitantly he said, “I’d be disap-
pointed.”

Connor was open—he was free to walk away from his decision. His desire was
for this stepdaughter to be healthy. He was very willing to give of himself for his
stepdaughter. His comment was “I will do my part for her to have a healthy life. It
will be up to her to do the right thing to live healthy.” Connor does not want to give
his kidney to someone who will blow the chance on drugs, drink, and poor living.
He wants to give his stepdaughter a chance to make something of her life. If his
stepdaughter were to take up alcohol and/or drugs, Connor reflected he would be
disappointed.

Analysis

Connor is very willing to give of himself for his stepdaughter. His comment, “I will
do my part for her to have a healthy life. It will be up to her to do the right thing to
live healthy,” shows this willingness to help his stepdaughter achieve a healthy life.
In our conversation, Connor also said that he does not want to give his kidney to
someone who will blow the chance on drugs, drinking, and poor living. Connor tru-
ly wants to give his stepdaughter a chance to make something of her life. Although
Connor states he is free to walk away, he holds himself to the decision. He feels he
must help his stepdaughter and therefore by holding himself to the decision he is not
free to walk away. This is his decision, and he feels he must help his stepdaughter.
He will be disappointed and discouraged if the stepdaughter chooses to blow the
chance he is giving her, but it is a risk he feels he must take as a father. I approved
of Connor to move forward in the process.

Story 2: Sisters

Donna is a 49-year-old woman who was excited that her life was finally getting
back on track. She had read the patient information booklet on living donation 3
years ago when she had planned to give her sister, Marie, her kidney. However,
Marie got too sick then and the transplant had to be put on hold.

One major defining event in Donna’s life was the death of her mother from dia-
betes and stroke at the age of 59. She does not want to see her sister die young as
well.

Getting married was a very “big thing” in Donna’s life. Her heartache was that
she could not have children of her own. However, to her joy, she was invited to the
birth of all of her nieces and nephews. If she was not in the birthing room, she has
been involved in their lives. In Donna’s words, “I get to spoil them and send them
home.” Donna looks out for her nieces and nephews and has good relationships
with them.
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When she and her sister were growing up, their mother was always home and
their father was constantly working. Their father was always a loner, and still is;
however, if you asked him to do something he was right there. Their mother con-
trolled the house. Their father taught them hard work and that if you take a job, you
do it. Their mother did not like to work. She kept the house, though Donna learned
the crafts and cooking from her grandmother. Donna was close to her grandmother.

Donna has an older brother who was always doing the “boy things” and two
younger sisters with whom she did the “girl stuff.” She considers herself the fix-it
person as far as relationships go. Marie is the younger sister and had a room to her-
self. The two older sisters, Donna and Jean, used to say she was spoiled because she
had her own room. They socialized with their friends together, without Marie. The
siblings are still fairly close, especially the girls.

After high school, Donna worked factory jobs. When she began getting laid off
frequently, she went to school, took a medical assistant course and has worked with
a cardiology group for 16 years. With her husband now retired, travel is the fun
thing in her life. Donna also likes to cook, and crochet or knit cozy items for fun; to
relax, she goes to the gym or to the movies.

Donna does not recall having a serious illness and never had a problem with an-
esthesia during the surgeries for her cleft palate, deviated septum, and kidney stone.
Therefore, she does not see a problem with surgery now.

Marie has been sick for a long time; Donna’s motivation for donating her kidney
is to help Marie get her life back on track, help get her healthy. “No payment is
needed or wanted, just seeing my sister healthy” is all she wants. Donna’s level of
peace is between an 8 and a 9, only due to the fact that the last time they were this
close, something went wrong. Donna cannot be at peace until the day of surgery.

On intake, Donna stated she was a member of a congregation. In the relationship
with a Higher Power, Donna went further to talk about her relationship with God.
She is a spiritual person, believing that God is always there to talk to, anytime and
anywhere. Her personal beliefs supersede her religious denomination’s ‘greatest
teaching’. The church Donna belongs to has not influenced her decision. Her con-
versations with God are in regard to her family’s health and safety and about work
and relationships. Donna believes her prayers are sometimes answered.

Donna gathers support from her husband, a girlfriend at work, and her personal
trainer. In addition to these three individuals, Donna has discussed organ donation
with family and a few other friends. At first, her husband was distressed; however,
after her husband spoke with Dr. Moritz, he understands the process, is more open
to the donating, and is becoming supportive. Others have expressed concern ask-
ing how long Donna would be laid up and asked if she would be okay. Donna’s
employer is also aware of the donation, is supportive and aware of the possibility of
extended leave. All in all, Donna’s family and friends support her in her decision to
donate her kidney to Marie.

Donna considers family her most significant relationship. There is a 20-year age
difference between Donna and her husband, Tom; he is 20 years her senior, and this
sometimes presents a significant barrier in their relationship, especially since his re-
tirement. Tom likes to travel, and Donna prefers to be with family. Marie, Jean, and
Donna are very close. And as mentioned earlier, Donna has been present or close
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by for the birth of her sisters’ children and is actively involved in their lives. Donna
rates Marie a number 8-9 on the importance scale. When Marie had the need for a
kidney, Donna just said “I will do it.” Marie never asked. The only fear about the
surgery is the recovery time. If the kidney is rejected, Donna will be disappointed,
but with the knowledge that she did what she could.

Donna says she is free to go forward and free to walk away. In her words, “Would
I walk away? No! Am I free to? Yes! No one but me is keeping me here!. I have
made this decision.”

Analysis

This is the second time through the process for Donna and Marie. Donna is deter-
mined to help Marie get her life back on track and see her through to health. Donna
places family on a high level of importance. Donna’s only fear is that something
will happen to Marie before the surgery can take place. The last time they were
ready to go for surgery, Marie became too sick. Donna is ready to move forward in
the donation process.

Story 3: Donor Exchange

Eileen, a 40-something business woman, came to the office for an interview. She
wanted to donate her kidney to her husband, Skip. We were to find out later that
she was not a match for Skip; however, a year later, we would find a match for Skip
from Sondra. Eileen’s kidney would go to Sondra’s mother.

Eileen’s Story

As Eileen discussed the major events in her life, I noted the amount of loss she was
describing. Her divorce came at the same time as her mother’s illness and death
from a brain tumor. Her mother died 1 year after her diagnosis and after she had
spent 6 months in coma. Her husband decided to divorce her during this time, and
Eileen had little family support. Five years later, Eileen’s dad died from lung cancer.
His death was more sudden, as he was diagnosed was in May and he died 2 months
later, in July. Her sister died of colon cancer 5 years ago. Eileen me Skip during her
mother’s illness, and her separation and divorce. Skip was always kind, listened
and was a source of strength and compassion. Overall he was a strong influence and
support during her times of distress.

Eileen’s family of origin consisted of her mother, father, a sister, and brother. Her
parents taught her honesty and responsibility. With only a couple of years between
them, Eileen and her siblings had a close relationship. The sisters remained close as
adults, the sisters became closer.
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After high school and college, Eileen has worked in the banking and mortgage
business. For fun, she likes to sail, snow ski, and walk. To relax, just sitting in the
sailboat with her husband, Skip, feeling the water beneath her, it totally unwinds
every part of her body. Eileen and Skip love to sail together and spend much time
on the water.

When asked what her motivation is for organ donation, Eileen responded, “Love
for my husband.” Then she said, “Selfishly, I don’t want him on dialysis, it will
change our lifestyle. This is an opportunity to make a difference.” If Skip had to go
on dialysis, Eileen was afraid they would not be able to go sailing the way they had
come to enjoy it.

Family, kids, and in-laws would be coming to help take care of the two of them
when the surgery was scheduled. Eileen can work from home, if necessary. There-
fore, Eileen was a number 10 on the peace scale, being very much at peace with her
decision.

As a spiritual person, Eileen describes her Higher Power as a cloud that holds
her up. She believes that the result of a relationship with her Higher Power is be-
ing a better person. Eileen does not believe one needs a connection with a church,
faith group, or worship community, but a relationship with the God one holds dear.
Eileen has a very active prayer life talking with God about friends, her husband,
problems she may have, and asking for strength. Eileen believes all her prayers are
answered.

Eileen lives with her husband and their cat. Her greatest strength is from her
husband, and she shares her fears with him. She discussed organ donation with
her children, Skip’s folks, and a friend. The children expressed support, yet were
nervous. Eileen’s son said his biggest fear was that the doctor will come out and say
both of them died.

When Eileen told her employer, she found much support. The manager’s sister
had donated her kidney to her husband. She says it was nice to have this kind of an
understanding support.

The relationship with her husband has been the most open and honest relation-
ship Eileen has ever experienced. Skip is the most important person in her life.
When Skip’s need for a kidney arose, Eileen initiated the conversation with Skip
for a kidney transplant.

Eileen fears the needles and the catheter, then the waking up from the anesthesia,
saying she is a bit “weak-kneed,” but once past those things, Eileen does not seem
to fear the surgery. As for the possibility of Skip rejecting her kidney, Eileen would
not be happy about it, but knows she is doing all she can do to help him be healthy.

Unfortunately, Eileen was not a match for Skip. However, she was willing to be
a donor to someone else who was in the same situation.

A year later, I met with Eileen and Skip as we introduced them to the other family
in the donor exchange. Eileen was so grateful that someone was a match for Skip
and that she could help someone else who was in the same predicament, of fam-
ily not matching. It was wonderful to sit with these families as they met with each
other, but I am getting ahead of myself.
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Analysis

Eileen has suffered much loss in her life. Skip brings her love, support, and joy. His
kidney disease is yet another loss, one that she can possibly help fix. Even though
she was not a match, if there was a donor who matched, she may be able to donate
to someone else in return. Eileen has considered herself free to move forward in the
process once a donor exchange is found.

Sondra’s Story

Sondra is a 20-year-old young woman who approached kidney donation with a
matter-of-fact attitude. She was going to do this for her mother, end of story. She
was a bright and energetic, even passionate, girl who needed to prove her love for
her mother, and no one was going to stop her.

Sondra works out doing body sculpting and is working toward a muscle model-
ing career. Her only question in regard to understanding the materials and any ques-
tions she might have was how the surgery might affect the possibility of her plans.

As we talked about major events in her life, the day we met marked a very sig-
nificant point, as she had been offered two full-time positions. She was processing
which one would give her better room for growth and stability. Sondra also looked
back at her childhood and some significant memories growing up. Two family va-
cations stand out, one to Puerto Rico and one that took them through 20 states. She
recalls that they were great family times with her parents and her brother.

Sondra’s family of origin was her father, mother, an aunt, and an older brother.
She learned a sense of self, independence, and being strong. She is very close to her
brother now, although, during childhood, he would tease her quite a bit.

Sondra started college and then thought about dropping out. When she found out
there was a ‘no return’ policy on the money she had invested, Sondra continued, but
changed her major to phlebotomy; she is now a certified phlebotomist. She goes out
dancing or to the movies with friends and relaxes by watching TV. Sondra does not
remember having a serious illness or surgery.

We then talked about the motivation question. Sondra said her mother has been
through a lot of health problems and has the will to live. Sondra wanted to help her
as get as healthy a life as possible. As I listened to the answers, they seemed to be
covering more territory than Sondra was willing to share. What was she not saying?
Now was not the right time to ask for more.

Then we talked about the effects of donation from the different areas of Sondra’s
life. Her initial response was “I can take care of myself.” Remember, Sondra was
taught independence and self-reliance. I reframed a bit and had her look at herself
as the patient. After that, she was able to share that her dad and best friend had
planned to help her and there were also members of her church who were going to
make food. On the peace scale, Sondra is an 8. She is just nervous about the day of
surgery. “Will I wake up?”
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Sondra considers herself somewhat spiritual. She believes there is a God, but
has not yet figured out how to have a relationship. Or what a relationship with God
should be like. She attends the Methodist church and is confident that the members
will help her family. Everyone at the church is supportive of her decision to donate.
Sondra also believes in prayer and that her prayers are answered. She mostly prays
for others, or when she is upset.

“Dad” is Sondra’s biggest support. They have been through a lot together. He
supports her 100%. The donor’s mother seemed to worry about everything, but
“Dad” just says, “We’ll see.” Sondra’s father, one friend, and one aunt are privy to
Sondra’s fears. She does not share fears with many people.

Aunt Nell always was frank with Sondra. She told Sondra the truth, always
opened her eyes to what was happening, and was always there to support her. Son-
dra’s mother needed a kidney, but Sondra was not a match; someone else was, and
Sondra was a match for that person’s husband. Aunt Nell thought this was a good
reason for Sondra to donate her kidney. Her mother is a 10 on the importance scale.

We talked about the possibility of her mother rejecting the kidney that she re-
ceives. With this Sondra started to cry and said, “At least the other person might still
have their loved one.” Sondra continued to cry. It was at this point that Sondra and I
were able to make some headway through the strong front she presented.

Throughout the interview Sondra wanted to do the right thing. We began to ex-
plore the meaning of the ‘right thing” and what it meant for Sondra to be closer to
her mother. When Sondra was 11, Aunt Nell told her the truth about her mother’s
condition. Sondra’s mother was seriously ill and close to death and no one wanted to
tell Sondra. She could not even go to the hospital to see her mother. They all wanted
to protect her. Sondra knew something was terribly wrong with her mother, but no
one would answer her questions. No one until Aunt Nell took her aside and told her
everything. After that time, Sondra was afraid to be close to her mom for fear of the
hurt she would suffer if her mom should die. She shared how much she wants to
be close to her mother. Her father has been both a mother and a father, but now she
really wants a “mom.” Aunt Nell is there, but she is not “Mama.”

Analysis

In her vibrant young mind, Sondra shared that by giving a kidney to someone else
who has someone to give a kidney to her mother, it is as if she is regaining her
mother. It will not bring back her mother’s lost eyesight, muscle strength, and other
things that have been lost, but it is helping her mother to regain some health. Sondra
is a determined young woman. I do not want to stop her process of donation. How-
ever, in order for her to go further she must come to terms with her feelings. Sondra
was counseled to reestablish her emotional attachment with her mother, healing the
longing for a relationship with her mother. Donating a kidney would not heal this
longing for a relationship. We discussed ways in which she could develop a closer
relationship with her mother.
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Caution was recommended in completing this process as the relationship with
the mother needed to be on a more secure footing before moving forward. When a
donor match is found I would revisit Sondra’s emotional attachment to her mother.

Postscript

Several months later when I was asked to introduce the families to each other, it was
a beautiful, vibrant Sondra who led her mother into the room. She shared how close
they had become over the last few months. Their relationship was on target for the
surgery. Sondra’s father was also happy they had been building their relationship.
The “We’ll see” had changed to, “Look at this.”

As the families came together and introductions were made, we found that Son-
dra was donating her kidney to Skip and Skip’s wife was donating her kidney to
Sondra’s mother. Among other information shared, they lived nearby one another,
they shopped at the same stores, and they used the same place to have their labora-
tory results drawn. It was an amazing meeting.

Post transplant, the families stayed in touch. About a year after transplant, Skip
was diagnosed with lung cancer and died. Sondra stays in touch with Eileen. Son-
dra’s mother, Maria, is doing well.

Story 4: Altruistic Donor

Abbie is a 29-year-old single woman who has decided to donate her kidney. There is
no one particular to whom she wants to donate, thus, it is considered a nondirected
donation; she just feels the ‘call’ to donate her kidney. Abbie decided to live for God
and serve people at the age of 19, and this is the next thing for her to do on her list.

Let us rewind a bit in telling Abbie’s story. When asked about major events in
her life, Abbie spoke of becoming a new person in Christ. She had been searching
for something since graduation from high school, but did not know just what it was.
When she became a Christian at the age of 19, the old way of living, the life she
lived before went away and she started living differently. She called it being reborn.
Abbie started becoming observant of the needs of other people.

Thus, when asked about her family of origin, there was not much to say other
than that she grew up with her mother, father, and brother. Her mother was a home-
maker and father, a computer programmer until just a short time ago. She could not
think of anything her parents taught her. Abbie was a good student, and she said that
her father said this was because her mother always read to her brother, Mike, and
her. Abbie could not think of anything more about her family other than that Mike
and she were close.
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Abbie started college but dropped out when she became a Christian so she could
study the Bible more. This is the subject Abbie would talk about, the Bible, and how
God wants her to live and take care of people.

A couple of years ago, Abbie was going to help a friend’s father and donate to
him, but they were not a match. That is when she got the idea to be an altruistic
donor. She does not have plans to marry or have children; she is not the same blood
type as Mike or her father, so why not give her kidney to someone who could use it.

Abbie understands the risks of surgery. She has no fears or questions. She was
going to donate a couple of years ago, but was in an accident and had to wait to heal.
Abbie has people ready and willing to help her post surgery.

When her dad asked her why she would give her kidney to a complete stranger,
Abbie answered, “Why not, they have a need and I can fill it.”

Abbie believes God is asking her to do this. If it is not the right thing to do, there
will be something wrong with her kidney.

Analysis

My initial assessment was that more consideration was needed to explore Abbie’s
relationship to family, especially her mother. She did not seem to recall major events
in her life, nor conceptualize teachings she received from her parents. It was as
though the first 19 years of her life did not exist. It was suggested to revisit Abbie’s
case, which was completed by social work and psychiatry. Abby was able to donate.

Postscript

Recently, I spoke with Abbie. We had a long conversation, followed by several e-
mails. She helped me understand her point of view of the first 19 years of her life.
To her, they did not exist because she was reborn to a new life in Christ. Abbie takes
this literally. She takes the homeless home with her, feeds and clothes the poor, and
gives away money to the people on the street asking for help. I just bet that if Abbie
had another kidney she would donate again. Abbie donates blood and is on the bone
marrow registry. She takes the Biblical command to minister to those less fortunate
very seriously. Perhaps I was focused on the first 5-7 years of formation and not on
the life formation she was living at present.

Story 5: Altruistic/Turned Down and Reapplied

In June 2012, Janet came to my office for the first time. She wanted to donate her
kidney to anyone who needed it. Janet believes in what she calls ‘giving back’;
therefore, she donates blood as often as she can and is on the bone marrow registry.
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When asked to discuss a major event in her life, Janet spoke about always want-
ing to be a mother. She has birthed seven children; one, in 1997, was stillborn. This
death was very traumatic to Janet. Feeling that life inside of you and knowing how
vital you are to the survival of that life is a powerful emotion. Janet shared that if she
was young enough, she would consider being a surrogate for someone who could
not carry a baby.

Presently Janet is in her second marriage. Her husband, Dan, was a contractor
until recently when he became ill and had to have his foot amputated. He lost his
job, the house went into foreclosure, and they had to move. Since Janet always
thought she would be a mother and homemaker, she did not plan on working outside
the home. Today, she is working at Amazon and doing surprisingly well. They want
her to travel as a representative. All these factors have been an added stress on the
family.

Janet’s first marriage ended in divorce. They had three children who are now
adults and on their own. Her first husband died recently, and she felt that she needed
to support her children through the sickness and death of their father.

The story of Janet’s family of origin was heart wrenching. Her father left shortly
after she was born. The younger siblings have different fathers. Janet’s mother beat
the children frequently and a children and youth service was called numerous times.
She found herself living under a children and youth service often.

As for her parents teaching Janet anything, Janet shared that because of the life-
style, she has learned how not to be a victim and to live to do what is right for
herself.

Should Janet be accepted as a donor, she is working on a plan for someone to
take care of her, her husband, Dan, and the two children, aged 10 and 11, who are
still at home. She has not strategized further than that at this point. I encouraged
Janet to think what would happen if she is out of work for an extended period of
time, since she is now the breadwinner for her family.

Janet turns to her Catholic faith in times of crisis. She is a member of a parish,
gains support from the parish members, and sees them as extended family. She sees
God as a guiding and caring being to whom she goes whenever she has a problem.
Janet prays for the health and happiness of her family and believes these prayers
are answered.

Because Janet always wanted to be a mother, it is not surprising to find that she
gains her greatest support from her children. They all know about her decision to
donate, but only her daughter will talk with her about the donation. Even Janet’s
husband does not want to discuss the kidney donation with her. The family under-
stands that Janet wants to donate her kidney, but they do not like the idea.

Coworkers and neighbors do not know about this decision at all. Janet does not
think of it as something she wants to share at this time. Eventually she will share,
just not right now.

When Janet has a fear about something, the ones she turns to are her husband,
Dan, and her daughters, in their mid-twenties. She can talk things through with
them and they understand how she thinks. As Janet talks her fears through, they
usually diminish.
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The most significant relationship in Janet’s life is her husband, Dan. He brings
her joy. They were never separated in 20 years until Janet was asked to go to Ten-
nessee as a representative for her company. This did not sit well with Dan. Janet has
been asked to go on two other trips, one to Japan. Dan did not want Janet to go on
these trips. Janet shared that since the amputation and trauma of losing his job, Dan
has become more controlling. Now this decision to donate is not “sitting well” with
him. Janet indicated that once he understands things more, he will go along with her
decisions. He just needs time and information to understand.

When asked about any fears for the surgery, Janet was only mildly concerned
about the anesthesia. She specified she has a hard time waking up after she has had
anesthesia during prior surgeries. Otherwise, Janet had no concerns.

Janet wanted to know if I would be visiting her when she came in. I said I would
if she would like me to visit.

Analysis

In our conversation, Janet indicated her husband’s lack of support for Janet’s desire
to donate her kidney. She shared his becoming more controlling since his amputa-
tion. She has had opportunities for growth in the company and has had to turn them
down due to Dan’s not “allowing” her to travel. This is a woman who is driven to
accomplish and to do “good” things for others—not for the notoriety, but for her
own self-worth. I would suggest further exploration of Janet’s need to give of her-
self and drive for accomplishments. Until this is done, I cannot recommend Janet
for donation.

Revisit: April 2013

Janet came to my office a week early, since Dan was a patient in the hospital; he
had broken his foot. She wanted to know if I would see her early. Janet had been
staying at the hospital with Dan and had taken a break to come down to my office.
She had her slippers on and was wearing sweats. She seemed much more relaxed
than on her last visit.

I started the session by setting the parameters that we would be working with in
this session. We would be discussing the different sections as last time (relationship
with self, Higher Power, community, and significant other), but I would be asking
different questions. This time the questions would be what has changed over the last
10 months and how has it changed.

A year ago Dan was a relatively recent amputee; now he is in the hospital with a
broken foot. How is that impacting your family? Janet shared how she and Dan are
more open with one another now, and that is why she is here with him and support-
ing him, and her daughters are caring for the two youngest sons.
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Are you still donating blood and on the bone marrow registry? Janet reiterated
that she has been donating blood since she was 18 years old. In fact when her
daughter Terri donated her kidney to her husband, Max, Janet saw the blood mobile
out front and ran down to donate because it was convenient. She is being consistent
with her lifestyle.

I asked for more information about Terri’s donation. How did that impact the
family? Janet was emphatic with her explanation. This was an amazing turn of
events for the family and for Janet.

When Max’s kidney disease got to the point where he needed a transplant, Terri
said she would donate and she was the match. Terri and Max would talk about what
they were going through and invite Janet and Dan to go with them to meet other
recipients and donors. Dan learned more about the process and this helped.

Later, Terri and Max had the surgery. Janet and Dan visited with them. Dan saw
the incision and saw how Terri was recuperating. One day Terri and Max were visit-
ing Dan and Janet, Dan saw how healthy Max looked—his color was better and his
eyes clear. Dan hugged him and told Terri how glad he was that Terri had donated
her kidney.

Since then, he has met and talked with the doctor. He has a much better under-
standing of what to expect and what Janet would be going through. Ten months ago,
Dan would not talk about the donation. Now Janet and Dan talk.

Terri supports her mother’s decision. The others support her because it is her
choice. They are still not happy about it, but it is her choice.

If something were to happen to you when you run out on your extended leave,
how would you survive? You are the breadwinner, you still have two young sons,
you have a husband who is an amputee and has a broken foot. What is your plan?

Janet continues to depend on the older children to care for the younger ones and
Dan. Terri, having been through the surgery, will be there for support. Dan is soon
going to be on disability, so there will be some money coming in if she must be out
of work longer than anticipated.

Analysis

Dan has moved to a more positive point of view toward donation since his daughter
and son-in-law went through the process. The newness of his amputation and job
loss has dissipated, and he is able to talk things through again, according to Janet.
Janet implicated they have reached another milestone with the open communica-
tion, and the donation would not be detrimental to the family at this juncture. Janet
joyfully announced, “My doctor has spoken with Dan and I have confidence he
has given him the information he needs.” If there are further questions from the
transplant team of this family’s dynamics, I would suggest having Dan come in
for a conversation. Enough progress has been made with Janet to continue testing.
While testing is being done, I would like to continue to speak with her in regard to
her planning. Perhaps we could assist with financial counseling for a just-in-case
scenario. I would like for them to be prepared.
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Conclusion

Stories draw us in and capture our hearts. For just a few moments in time, the LDA
is privileged to share in the sacred story of the donor. In those precious moments,
we are blessed with heartache, joy, tears, and laughter. Then, we are asked to make
a decision as to whether this person is really making an informed decision, or they
just want to do this to help someone.

It is important for the LDA to know the Donor understands the donation proce-
dure and is informed of possible complications, etc. The LDA gleans this informa-
tion in the interview discussion. The Donor’s relational story tells the LDA more
about the reasons and their emotional readiness for the donation. You, the reader of
these stories, may come up with a different analysis as well, as you may be even
more objective than me.

So, who wants to hear a story?
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Chapter 17
Living Donor Experience

Donna M. Kinzler

I have worked as a registered nurse for the past 24 years and as an acute care nurse
practitioner for the past 13 years. I have worked primarily in surgical oncology
and have cared for patients who were preparing to undergo or had undergone big
abdominal surgeries in the hope of curing their cancer. Since I was used to work-
ing with surgical patients, in my mind, I approached my kidney donor surgery as
a health care provider and not as a patient. Although I was a living related kidney
donor for my sister 2 years ago, my living donor experience started many years ear-
lier than my actual donor evaluation or the day of surgery. This chapter is as much
about my sister, MC, and her experiences as it is about me, as we went through the
experiences leading up to transplantation, together.

My earliest recollection of MC’s kidney disease is of when I was in the third
grade and she was in the fourth grade, as she is 14 months older than me. I remem-
ber her being in the hospital. That is as much as I knew at that time. Her kidney
disease remained indolent until she was about 25-26 years old. She would go for
her kidney doctor appointments all by herself and come back and report that all was
well. She kept her disease to herself and did not want anyone to accompany her to
her appointments. I would ask her how her appointments were; one day, instead of
her usual response, she told me that someday she may need to have a tube placed
in her abdomen. Working in the medical profession, I knew that was not good. I re-
member asking her questions that she was not able to answer. It was 22 years before
her transplant that I had initially thought that someday I may need to be her kidney
donor. As the years of her living with her kidney disease progressed and her creati-
nine increased, her physician visits also increased from yearly, to every 6 months,
and then to every 3 months.

I had just started my Doctor of Nursing Practice program and was in class when |
received a page from a number that I did not recognize. It was MC’s nephrologist’s
office calling me to say that MC passed out during her iron infusion. This was her
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first appointment for an intravenous infusion of iron. I arrived at the clinic and was
informed that she had fainted from having the intravenous catheter placed and not
from a reaction to the iron infusion. From that day on, she did not have a choice: I
appointed myself to be her caregiver and would accompany her to every medical
appointment.

I remember the day that MC’s nephrologist told her that it was time to start
peritoneal dialysis. Attempts to obtain insurance approval for transplantation prior
to her starting on peritoneal dialysis were unsuccessful. MC was not approved to
undergo kidney transplantation at the hospital where she received her care for the
past 20 years, which was also the same institution where I had worked for the past
22 years. Her insurance would cover kidney transplantation in a neighboring state.
I immediately went online to find out about the kidney transplant team and look
up their statistics related to outcomes and complications. We both worked, thus,
frequent travel for surgery and follow up would not be easy. We decided that MC
would start peritoneal dialysis. As a health care provider, I was becoming increas-
ingly disappointed with the health care system.

MC underwent her peritoneal dialysis catheter placement in November 2009.
We wanted to become more involved with our local chapter of the National Kidney
Foundation and had previously signed up to participate in our first Kidney Walk,
which was scheduled for 2 days after her procedure. MC was not up to walking, so
team members walked in her honor. This was the first team walk for “MC’s Team.”
MC’s insurance would be changing at the end of the year, so she would finally be
able to undergo transplant evaluation at the health care system where she had been
receiving her care. Throughout the next few months, we learned the art of peritoneal
dialysis. We became experts at troubleshooting the dialysis machine alarms. She
was able to continue to live with her kidney disease without anyone other than our
immediate family and friends knowing what she was going through.

MC was supposed to have her kidney transplant evaluation in February 2010.
For 1 month, she underwent the required testing. I scheduled all of her tests and
would accompany her to the exams. All of the test results were back, but then we
waited and waited. The transplant center never received her paperwork. I remember
having a great deal of frustration as a health care provider that the health care sys-
tem does not make things easy for patients. I expected things to run smoothly, and
they did not. The one thing I learned is that I had to be my sister’s advocate to get
her scheduled for her transplant evaluation.

MC was finally scheduled for her transplant evaluation 6 months after
she started on peritoneal dialysis. I awaited this day for months. During
this evaluation, she never brought up living organ donation. That was okay
because as her family caregiver, I had planned ahead. We would start with
my mother and me as potential donor candidates. My sister, mother, and I
went for the evaluation. We sat through meetings with multiple members of
the transplant team. My main focus was the surgical evaluation. The surgeon
primarily focused on the immunosuppression regimen after the surgery in-
stead of the surgical procedure itself. I brought up living donor evaluation
for our mother and myself and was told that someone would talk to us at
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the end of the clinic evaluation. My mother and I had our blood drawn for
testing at the end of a long day and we left the evaluation feeling that it was
uneventful.

A few weeks went by when [ finally heard that I was a potential match for my
sister and that I would need to undergo additional testing. This testing took a few
months to complete. In the meantime, we finally received a letter from the trans-
plant institute 3 months after her initial evaluation stating that my sister was added
to the active candidate waiting list for kidney transplant. Months continued to pass,
and we were doing well with peritoneal dialysis. Finally, my much anticipated
phone call came; I was scheduled for my donor evaluation on September 24, 2010.

As a nurse practitioner working in a surgical practice, I was well accustomed to
the new patient consultation and preoperative visit. I did my homework and was
aware of the surgical outcomes for living related kidney donors from this center.
As a health care provider, my thought was that I wanted a surgeon with excellent
technical skills. I received a copy of the living donor consent form and read through
it. I was prepared for what I read. I was warned that I would see the surgeon with
another patient in the same room to discuss the risks and benefits of the procedure.
I thought that this violated my patient confidentiality. Also, I was not sure that I
would get the individualized patient care that I provided to my patients. After the
consultation, I went to get my required testing. I went to work after the testing was
completed and started to dissect the events of the day. I called my mother to let her
know about my experience. Later that evening, I called a family friend who was
a living kidney donor 2 years prior to my evaluation. I asked him how his overall
experience was. He focused on postoperative pain issues. I thought his outlook as
a patient was much different than mine as a health care provider, because I was
more interested in health outcomes. The next day, I could not wait to obtain my test
results. I just happened to pass my surgeon in the hallway and asked him about the
specifics of my scan findings.

I met with my living donor advocate on a separate day. I remember thinking
ahead of time that the questions would be rigorous. I remember the initial conversa-
tion thinking that more difficult questions would be asked but the overall questions
were easy to answer. | answered honestly that I was not being compensated to be
my sister’s kidney donor.

I heard from my transplant coordinator by way of email when I needed to un-
dergo another test. Finally, I heard in late October that I was approved to be my
sister’s donor. I made a few calls to tell my family members that I was approved.
My sister and I decided on a surgery date after the upcoming holidays. I requested
that our case be the first case of the day. Working in a surgical practice, I know that
delays can happen in the operating room to cause the subsequent scheduled cases
to be delayed. I did not want this to occur. We had waited for too long for this day.
During this time, I took a new position at a different hospital. I was too nervous
about starting a new job to worry about our upcoming surgeries.

We reviewed the surgery date at my sister’s next nephrology appointment. We
had less than 2 months of peritoneal dialysis to get through. The months leading
up to the day of surgery were focused on learning my new job responsibilities.
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I discovered on my own that I was able to take up to 6 weeks of donor leave in my
new position. I did not have to worry about finances because I would be paid for
my time off. [ never thought about having a living will completed. One week before
the surgery, I corresponded with my lawyer by way of email to let him know what
I wanted in my living will. The Friday before the surgery, I told the two physicians
who I worked with as well as my immediate supervisor that I would see them in
6 weeks. They were the only three people at my workplace who knew I would be
undergoing donor surgery. It was Sunday, the day before surgery, and my sister was
admitted to the hospital at ten o’clock in the morning to start the intravenous infu-
sion of the medication to suppress her immune system. I went to the hospital with
her in the morning and stayed to hear the conversation that her surgeon had with her.
I asked if we were going to be on the same floor after surgery. I was told that recipi-
ents and donors with the same last name are usually on different floors after surgery.
I asked her surgeon if we could be on the same floor so that I had easier access to
check on her after the procedure. After this conversation, I went home. I never had
any intense talks with my sister about what we were about to undergo. I am not sure
what else I did that evening but I remember that the day did go by very fast. I re-
member being able to fall asleep easily. This surprised me because I thought I would
be nervous. I woke up early so I could be at the hospital at 5 o’clock in the morning.
Again, I did not feel nervous. I stopped to see my sister on the inpatient unit for a
few minutes before arriving at the surgery unit. I was soon escorted to the operating
room holding area where my sister also arrived. We were told that the operating
room staff of the donor and recipient work as a team and like to meet both the donor
and the recipient before the surgery. My only fear going into surgery was that the
surgical staff would get us mixed up since we have the same last name. I remember
my sister’s nurse anesthetist asking her if she had a stress test done. I told her nurse
anesthetist that she had it done months ago and the results were normal and should
be in the chart. I instructed him where to call for the results. I was then told that I
would be taken back to the operating room. I remember being very nervous about
the staff not having this test result. How could the operating room staff take me back
to the operating room if they did not know if the recipient was cleared for surgery?
I know what can go wrong in hospitals and did not want anything to happen to my
sister or me. | remember talking to my nurse anesthetist as she escorted me back to
the operating room. This is the last thing that I remember.

I do not remember much of the evening of surgery. I remember waking up early
the next day. I felt okay. The first thing I did was to evaluate how much urine I had
out through the night. My pain occurred only when I moved, so I frequently relied
on pain medication. I asked my nurse about my sister’s condition and she told me
that she was doing well. The surgeon came in to see me early in the morning and
reviewed my laboratory results with me. My laboratory values were good. I got
dressed and then walked down the hall to see my sister. I asked her how she was
doing but never asked about her laboratory results or vital signs. She had a look of
shock on her face and asked if we should have done this.

Two days after surgery, I was ready for discharge. I was concerned about hospi-
tal-acquired infection, and I did not want this to happen. [ was discharged and out of
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the hospital by noon. I did not see my surgeon the morning of discharge because he
was in surgery, but he stopped in to see my sister later that day. My surgeon called
me the next day to see how [ was doing. I did get the personalized care that I try to
provide to my patients.

My sister came home from the hospital a day later. We convalesced at the same
location. She was active and would stay awake while I would be in my room sleep-
ing. I was happy to stay back in my room and alternate between sleeping and watch-
ing television. As I slept in, she had to get up early in the morning to be at the hos-
pital to get her immunosuppression level evaluated. Before too long, she was able
to go to our local hospital to get her laboratory levels checked. I thought about how
complex postoperative medical regimens can be and how my sister and I were able
to manage our care with the assistance of a caregiver who is also a nurse.

Recovering from surgery, I was still not active in my role as my sister’s health
care provider. I went to my postoperative visit one week after the surgery. I remem-
ber having to wait for 2 hours to see the surgeon. I could not imagine having my
patients wait that long to see me.

As the weeks went on and we recovered from surgery, our caregiver left and we
were on our own to take care of ourselves. I was able to take on the easy tasks as
my sister’s health care provider by monitoring her complex medication regimen. I
had to return to work 6 weeks after the surgery. I remember going back to work and
trying to pick up from where I had left off with my patients. I could not imagine
going back to work before 6 weeks of recovery. I was tired after working all day
and would go home and take a nap every evening. As the weeks went by, I was back
to the usual business. I fully recovered from the surgical procedure. I felt good. By
looking at me, one would not be able to guess that I had undergone donor surgery.
I do not feel the need to tell people who I interact with on a daily basis that [ am a
kidney donor. If the issue would come up, then I would bring it up. I have no pro-
found words to describe our experience. I am back to monitoring MC’s health as
well as mine.

My overall hope is that we continue to do well and live our lives free of compli-
cations from our surgical procedures. I hope that my sister’s new kidney lasts her
a lifetime. We do not live our lives any differently except for the fact that now my
sister has her normal life back. We continue to have an annual celebration on the an-
niversary of our surgery and do something special with family and friends. I am in
my fifth year as the captain for “MC’s Team” and our Kidney Walk team continues
to grow every year (Fig. 17.1).

My initial goal was to get my sister through peritoneal dialysis. My mission was
successful. My primary goal was to get her to and through transplantation. We ex-
ceeded that goal. She has also become an advocate for her own health.

Overall, this experience has affected how I practice as a nurse practitioner. I have
become a better clinician. I think about how I expected perfection from our health
care teams and want to provide that same level of care to my patients. [ have become
more compassionate with my patients and their family members. The hospital I
worked at was known for oncology and transplantation. I worked in oncology, but
my personal life leads me into the area of transplantation, where I have learned a
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Fig. 17.1 “MC’s Team” for the National Kidney Foundation Kidney Walk

lot along the way. Since undergoing my living related kidney donor surgery, I have
worked with a patient who was going through her cancer treatment at the same time
that her husband was going through a living related liver transplant from her son. I
have also cared for patients with chronic kidney disease who are on hemodialysis
and are subsequently being treated for their cancer. I became more connected to
these patients and wanted to be sure that they were able to take care of themselves
as well as their family members. I let these patients know that they need to advocate
for themselves and their family members because the health care systems are so
complex. I became disenchanted with the health care system from the day my sister
had her peritoneal catheter placed and through our recipient and donor evaluation
experiences. However, after surgery, I regained respect for the health care system. It
got my sister and me through our surgical procedures without incident.
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Chapter 18
Informed Consent for Living Organ Donation

Frank Chessa

Informed consent plays an indispensable role in health care, ensuring that the
choices of patients and research subjects are respected. Informed consent is equally
important for living donation, though it has distinctive features in this context. Un-
like patients who give consent for treatment that benefits themselves, and unlike
research subjects who may be motivated to advance medical knowledge, living do-
nors are motivated by the desire to help another person, typically a family member.
Understanding this difference in motivation is important to adapting the standard
model of informed consent to living donation.

What is Informed Consent?

Informed consent is the primary mechanism to ensure that a person remains in con-
trol of what happens to his or her body. The basic idea is that a person’s body is
his/her own and he/she should be in control of what happens to it. A person who
gives his/her informed consent to a medical treatment is in control because he/she
understands the treatment being offered and freely accepts it. A person who gives
informed consent to participate in a research trial is in control because he/she un-
derstands the purpose of the research and the risks and benefits of participating in it.

Courts and regulatory bodies have developed procedures for obtaining informed
consent. Generally, these procedures aim to ensure that choices are made free of
coercion, after rational deliberation, and with a good understanding of the conse-
quences of the choice. As the chapter proceeds, I will elaborate on how the con-
cepts of coercion, rational deliberation, and understanding relate to living donation.
Now, however, I want to focus on a deeper aspect of choice. This is the idea that
our choices are the most authentic when they are consistent with our core values.
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If someone holds career advancement to be of the highest value in his/her life, yet
consistently makes choices that inhibit career advancement, then there is a cause to
worry that this incompatibility will lead to unhappiness and regret sometime down
the road. Good decision-making means reflecting on one’s core values and day-to-
day choices so that they serve each other. Of course, each of us has multiple core
values, and negotiating among them is not an easy task. Indeed, refining core values
in response to new information and changing desires is a lifelong process. Nonethe-
less, it is important to be clear about the values that are the center of our lives and
to reflect on how our current choices relate to the realization of these values. The
process that supports a person providing informed consent—for living donation or
anything else—should aim to help the person reflect on the relationship among their
current choices, the consequences of these choices, and their core values.

What is Distinctive about Informed Consent for Living
Donation?

Consent is an important concept in many aspects of our lives. One provides consent
to medical treatment or to being a research subject in a clinical trial. One consents
to an employment contract or a mortgage contract to purchase a house. Even in our
personal lives, there are laws about consent to physical contact. In each of these cas-
es, the processes that define valid consent vary. This is because what is at stake in
each decision differs, as do the potential barriers to autonomous decision-making.
Therefore, it makes sense to ask what is distinctive about the decision to become
a living donor because the informed consent process for living donation should be
responsive to the special features of the decision.

Informed consent for living organ donation has many features in common with
informed consent for medical treatment, but it is also different. The primary purpose
of accepting a medical treatment for oneself is to benefit oneself through the cur-
ing of a disease, healing of an injury, or the prevention of future health problems.
In contrast, the primary purpose of donating an organ is to benefit another person.
Donor nephrectomy carries surgical and long-term medical risks, yet there is no
countervailing medical benefit for the donor (even though there are potential non-
medical benefits such as a sense of achievement from helping another, enhanced
self-esteem, closer emotional ties with family, etc.). For this reason, informed con-
sent for living donation also has some important features in common with consent-
ing to being a subject in a clinical research trial. Generally, one consents to being in
a clinical trial in order to advance scientific knowledge, so that in the future others
with the disease may benefit from improved treatments. The living donor also seeks
to benefit another, but the beneficiary in living donation is generally an identifiable
contemporary of the donor; indeed, in most cases it is someone to whom the donor
shares a close emotional tie.
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In living donation, the donor undergoes some harms and risks in order to benefit
another person. This leads some commentators to suggest that proceeding with liv-
ing donation requires strong ethical reasons that are independent of donor consent.
Mark Aulisio et al. put it this way: “Harming an otherwise healthy person in order
to benefit another person is prima facie wrong, and cannot be justified solely by the
consent of the person harmed.” [1]

This prohibition on harming a healthy person derives from the “first do no harm”
principle in medical ethics. Overriding the prima facie wrong to proceed with liv-
ing donation presumably requires that there be the potential for a great benefit and
strong protections against harms to the donor. However, Aulisio is skeptical that the
argument has been made: “Ethically [living donation] requires a high standard to
proceed, which has yet to be developed.” [1]

From the perspective of the donor, this approach may appear paternalistic. The
idea is that living donation may be inappropriate even when it may benefit the re-
cipient and the donor makes a fully informed, autonomous decision to donate—in
essence, donation is wrong even if the donor wants to do it. Aulisio’s argument
goes too far. It is true that consent of the person harmed is not always sufficient to
ethically allow harming the person. Nonetheless, there are many circumstances in
which we allow the people to accept risks in order to benefit others, and in many of
these cases a third party assists people in the activities that put them at risk. Auli-
sio’s argument implies not that living donation is impermissible, but rather that the
informed consent process should be exceptionally rigorous because the donor will
not directly benefit but will assume some risks [2]. Others have pointed out that
living donors do experience a strong psychological benefit from helping others, and
thus it is a question of trading off risks and benefits, rather than merely accepting
risks [3, 4].

In what ways should it be rigorous? This will depend on what the biggest barriers
are to the living donor candidate making a knowledgeable, thoughtful, and volun-
tary choice. The especially close connection between donor and recipient provides
the key, given that it gives rise to the greatest risks to informed and voluntary deci-
sions. There are two ways in which the typically close family relationship between
donor and recipient may inhibit free and informed consent. First, there is oppor-
tunity for family members (perhaps other than the recipient) to threaten material
and emotional hardships on the donor. As an example, consider donation between
two siblings, and the potential pressure that the parents could exert on the donor
candidate, even as an adult. The implicit or explicit threats may be difficult for the
potential donor to resist and difficult for the transplant program to discover. A sec-
ond concern involves the close emotional connection the donor may feel with the
recipient and other family members [5]. Family relationships can be complex and
emotionally complicated, and it can take a good deal of introspection to detect one’s
“true” feelings toward one’s family members. This raises the danger of the donor
not being completely clear about his or her motivations for donation.
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History of Informed Consent

The concern that family relationships form the primary barrier to free and informed
consent for living donation stands in contrast to the context in which the rules for
informed consent were developed. The primary threat to patient self-determination
was not thought to be family members, but the medical profession itself. From its
very early history, there has been a tension in the medical profession between tell-
ing patients the truth and withholding information in an effort to protect the patient
and ensure his cooperation. For example, the advice of the Hippocratic Oath is
to “speak to the patient carefully and adroitly, concealing most things.” Thomas
Percival, an English physician whose book Medical Ethics inspired the American
Medical Association’s (AMA) first code of ethics, wrote in 1803, “To a patient who
makes inquiries which, if faithfully answered, might prove fatal to him, it would
be a gross and unfeeling wrong to reveal the truth. His right to it is suspended, and
even annihilated.”

Communicating with patients has been closely tied to getting the patient to fol-
low medical advice. So the early American physician (and signer of the Declara-
tion of Independence) Benjamin Rush said, “Yield to patients in matters of little
consequence, but maintain an inflexible authority in matters essential to life.” Not
everyone agreed with these paternalistic statements. Percival’s critic, the Reverend
Thomas Gisborne held that “the physician is invariably bound never to represent the
uncertainty or danger as less than he actually believes it to be.”

Given this history, it is not surprising that the medical profession has been skepti-
cal about patient consent until relatively recently. However, the U.S.’s legal stan-
dards have long recognized the patient’s right to consent to treatment. In 1914, the
New York Court of Appeals ruled in favor of Mary Schloendorff, who consented to
examination of a tumor under anesthesia, but not to its removal. Justice Benjamin
Cardozo, ruling against the surgeon who removed the tumor, famously wrote, “Ev-
ery human being of adult years and sound mind has a right to determine what shall
be done with his own body; and a surgeon who performs an operation without his
patient’s consent commits an assault for which he is liable in damages (Schloen-
dorff vs. Society of New York Hospitals 1914).”

This decision has provided the basis for informed consent in the legal cases since
that time (though legal scholars debate whether consent should be grounded in rules
against assault or in negligence). The term “informed consent” was used for the first
time in Salgo v. Board of Trustees, Stanford University in 1957. This case turned on
the question of which surgical risks should be disclosed to the patient. A central case
that clarifies the level of detail a physician must provide about the risks of proposed
interventions is Canterbury v. Spence 464 F.2d 772 (D.C. Cir. 1972). The decision
criticized the view that “usual and customary practice” in the medical community
should be used to set the standard for disclosure, instead of opting for a “reasonable
person” standard. The reasonable person standard says that the risks of a treatment
must be disclosed to a patient if a reasonable person would likely find these risks to
be relevant to the decision about whether to undergo the treatment. Here is a central
quote from the decision:
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From these considerations we derive the breadth of the disclosure of risks legally to be
required. The scope of the standard is not subjective as to either the physician or the patient;
it remains objective with due regard for the patient’s informational needs and with suitable
leeway for the physician’s situation. In broad outline, we agree that ‘[a] risk is thus material
when a reasonable person, in what the physician knows or should know to be the patient’s
position, would be likely to attach significance to the risk or cluster of risks in deciding
whether or not to forego the proposed therapy.’ [6]

Canterbury carves out two exceptions to the risk disclosure requirement: (1) in
emergencies and (2) when risk disclosure would harm the patient. Judge Robinson
cautions about the overuse of the second exception—one should not withhold infor-
mation about the risks of a procedure just because it might cause the patient some
anxiety.

The current prominence of informed consent has more to do with its use in re-
search, rather than medical treatment. This history can be traced to the trial of Nazi
physicians at Nuremberg. A criticism of the physician-researchers—seemingly mild
compared to the atrocities they committed—was that they did not give the subjects
of their research the opportunity to choose voluntarily whether to be involved. The
prosecutors at the trial claimed that voluntarily consent to participation in a research
study was an international standard of medical research. Leo Alexander, MD, of
Harvard University, authored an initial code for the conduct of research, which was
adopted and expanded by the Nuremberg Court. The first principle of the Nurem-
berg Code laid out the basic of informed consent:

The voluntary consent of the human subject is absolutely essential. This means that the
person involved should have legal capacity to give consent; should be so situated as to be
able to exercise free power of choice, without the intervention of any element of force,
fraud, deceit, duress, over-reaching, or other ulterior form of constraint or coercion; and
should have sufficient knowledge and comprehension of the elements of the subject matter
involved as to enable him/her to make an understanding and enlightened decision.

This Nuremberg Code became the basis for the Declaration of Helsinki, the Bel-
mont Report, and eventually the portion of the US Code of Federal Regulations
that covers research ethics and set up the Institutional Review Board system of
oversight.

It is worth noting that the standard of voluntary consent under conditions of
full understanding was often violated in research performed before and even after
World War II. The best-known example is the National Health Service study of
syphilis in African-American men, which lasted for 5 decades from the 1920s to the
1970s. Poor, rural farmers from Tuskegee, Alabama were misled about the nature
of the research study and were prohibited from receiving treatment for syphilis, all
in the name of learning about the natural course of the disease. President Clinton
offered a formal apology to the survivors of the research in 1997. Other examples
in the U.S. of the violation of informed consent standards, include the Willow-
brook Hepatitis research, radiation experiments on US servicemen, and widespread
compulsory sterilization of women and men that occurred in many states between
1920 and 1970. One important lesson that should be drawn from these examples is
that current regulations requiring informed consent—which have been criticized as
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bureaucratic and a barrier to provide beneficial services—are born from a less than
honorable history in which basic human rights were violated by people in the health
care professions in the U.S..

Elements of Informed Consent

It is useful to divide informed consent into five elements:

. Decision-making capacity
. Voluntariness

. Disclosure

. Understanding

. Consent

[ T N O R S

Each element is necessary for informed consent, and if each element is satisfied,
this is sufficient to show that informed consent has been obtained [7]. The ele-
ments are summarized below. The elements of informed consent can be a useful
“checklist” to determine if informed consent has been obtained, though it should be
remembered that informed consent is a process that happens over time and which
may include multiple conversations and, potentially, the donor candidate forming
different preferences at different times. Thus, a checklist approach should be inte-
grated into the flow of the process.

Decision-Making Capacity

To be eligible to give informed consent, a person must have a decision-making ca-
pacity. Generally speaking, persons are assumed to have the mental capacity to con-
sent to medical care or research unless they demonstrate characteristics that bring
their capacity for decision-making into question. When it is unclear whether some-
one has the capacity to understand information and make a reasoned choice based
on their values, a physician (typically a psychiatrist) can formally evaluate a person
for decision-making capacity. A determination that a person lacks decision-making
capacity is a clinical judgment, and thus is made by a health care provider such as a
physician. (By way of contrast, a determination that a person is not competent is a
legal determination made by a judge.) The most common criteria used to determine
whether someone has capacity were set out by Applebaum and Grisso [8, 9]. As per
the Applebaum—Grisso criteria, a person has a decision-making capacity if and only
if they (1) can communicate a stable decision, (2) have the ability to understand
information relevant to the decision, (3) can rationally manipulate this information,
and (4) can appreciate that the information applies to oneself (e.g., does not have
fixed delusions or magical thinking).

State laws vary on the specifics related to determinations of capacity and com-
petency. For living donor informed consent, it is not necessary to have a court
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determine competency. Indeed, a formal medical evaluation for capacity should
occur only if questions arise during the routine donor evaluation. (However, psychi-
atric expertise may be useful in the donor evaluation in other ways.)

Voluntariness

Consent is valid only if it is given voluntarily. A choice that is coerced through the
threat of force or punishment is not voluntary. A physician who angrily threatens
to abandon his/her patient unless the patient accepts the treatment recommended is
acting coercively. Likewise, a grandparent is acting coercively if he/she threatens to
disinherit a grandson unless he “steps up to the plate” to donate a kidney to an uncle.
The grandparent may be within his/her rights to disinherit his grandson. Even so,
the threat itself is coercive and it calls into question whether the grandson can give
avalid informed consent. Sometimes, a promise of reward is thought to be coercive.
For example, offering to pay US$ 50,000 to a mother whose children do not have
enough to eat may be coercive if the mother cannot resist saying “yes” because of
this reward. Concern about the coercive nature of payment is, in part, what is behind
federal laws prohibiting compensation for organ donation.

Coercion by family members was one of the central reasons that the Center for
Medicare and Medicaid Services (CMS) set up the rules for independent living
donor advocates (ILDAs). Asking potential donors about why they are motivated
to donate helps to rule out coercion: A person who speaks lovingly about wanting
to help a friend or relative is probably not being pressured into the decision by a
forceful relative.

Disclosure

A person makes an “informed” choice only if they have the information they need
to make the choice. For treatment decisions, the information needed includes di-
agnosis, prognosis, the treatment options available (including the option of doing
nothing), and the risks, benefits and burdens of each option. For research studies
in which the subject does not expect to benefit, the information needed includes a
description of the research and its potential to advance knowledge, what is expected
of subjects who participate, and the risks of participating. Because living donors do
not benefit medically from the removal of their kidneys, the information they re-
quire is similar to that of research subjects. They need information on the nature of
donation and how it is expected to benefit the recipient, what is expected of them if
they donate, and most importantly about the short- and long-term risks of donation.

A somewhat unique aspect of disclosure of information for living donation is
that it might reasonably be argued that an informed decision requires having per-
sonal health information about the recipient. At a minimum, of course, the donor
will now know that the recipient has (or is close to having) end stage renal disease
(ESRD). However, a donor may want to know more. The donor may go through
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this thought process: Donation is a sacrifice for me, but I am willing to do it if it
will significantly benefit the recipient. I have been told in general terms that kidney
transplant usually helps people with ESRD (by decreasing morbidity, mortality, and
the discomfort and inconvenience associated with dialysis). But I want more detail,
for example, what is the improvement in 10-year survival for people who have my
recipient s health condition. Typically, this sort of information would be provided
directly by the recipient, but some recipients may not have a good understanding of
this information and some recipients may be reluctant to talk about such personal
issues with donor candidates. In the absence of the detailed information that they
desire to make a decision, a donor candidate may simply decline to go forward.
Alternatively, the recipient may allow her physician to disclose this information to
the donor (sometimes in a meeting attended jointly by donor and recipient). Either
approach is permissible. What is important to remember in this situation is (1) the
recipients have the right to have their detailed personal health information kept
private from the donor candidate if they so choose and (2) the donor candidates can
decide that in the absence of detailed information they are not comfortable in going
forward. I would caution ILDAs against making negative judgments about donors
who want detailed information about benefits to the recipient as a precondition for
donation. For some donor candidates, quantifying the likely significant benefit to
the recipient is an important factor in making the donation decision.

Understanding

Presenting information to someone does little good unless the person understands
the information. After all, the purpose of presenting information is so that patients
and research subjects can make a reasoned choice about whether consenting to an
activity is consistent with their core values. If understanding is not present, the
consent is not valid. Persons in charge of obtaining informed consent must thus
evaluate a person’s understanding of the information presented. The “tell back” or
“teach back” method is an effective and efficient way to evaluate understanding.
One simply prompts the patient to explain the information they have heard. Within
a few sentences, it is usually easy to evaluate a person’s level of understanding of
the material. If understanding is lacking, it is important to return to the disclosure
process, varying one’s approach and technique to successfully communicate the
information to the patient.

Consent

All too often, “consenting” a patient means getting a signature on a piece of paper.
A signature alone is not adequate to ensure that a person has given informed con-
sent (although legally the signature may play this role). Giving consent means that
a person has taken a mental action—they have made a choice to accept a treatment
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option, to become a research subject, or to donate a kidney. Making the choice—
voluntarily, under conditions of full understanding, and for reasons that make sense
internally to the person giving consent—should be an active and engaged process.
Signing a form may be a necessary part of the process, but it should not be misun-
derstood to be the entire process.

CMS CoP Regarding Informed Consent for Living Organ
Donation

The CMS has requirements for informed consent for living donation in their condi-
tions of participation (CoP) tags X159-X168, with additional requirements for what
the living donor advocate must discuss in tag X123 [10]. They allow transplant cen-
ters to determine whether the transplant team or the living donor advocate provides
the required information and obtains informed consent. However, if the transplant
team provides the information and obtains informed consent, it is the responsibility
of the living donor advocate to confirm that the donor candidate has received the
information, understands it, and has the opportunity to have follow-up questions
addressed.

CMS requires that the information disclosed includes “all aspects of, and poten-
tial outcomes from, living donation.” This broad requirement is further specified in
the following list:

1. The fact that communication between the donor and the transplant center will

remain confidential;

. The evaluation process;

. The surgical procedure, including postoperative treatment;

. The availability of alternative treatments for the transplant recipient;

. The potential medical or psychosocial risks to the donor;

. The national and transplant center-specific outcomes for beneficiaries, and the

national and center-specific outcomes for living donors, as data are available;

7. The possibility that future health problems related to the donation may not be
covered by the donor’s insurance and that the donor’s ability to obtain health,
disability, or life insurance may be affected;

8. The donor’s right to opt out of donation at any time during the donation process;
and

9. The fact that if a transplant is not provided in a Medicare-approved transplant
center it could affect the transplant recipient’s ability to have his or her immuno-
suppressive drugs paid for under Medicare Part B [10].
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In addition, CMS requires the living donor advocate to discuss the following issues
(which have been edited) with the donor:

1. Family or external pressures that impact the living donor’s decision;
2. Donor’s current medical history and his/her suitability as a donor;
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. Possible long-term clinical implications of the organ donation;

. Living organ donation process;

. Potential complications and general recovery from the surgery;

. Financial aspects of living donation;

. Options for the recipient other than an organ donation from a living donor; and
. Required areas of informed consent for the living donor [10].
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These two lists include much information that is important to the living donor’s
decision. However, they are quite extensive. The need to cover all of the topics, and
the need to document that they have been covered, can lead the ILDA to spend a
good deal of time “talking at” the patient or moving through the topics in a check-
list fashion. Despite the natural inclination to complete the required elements, one
should not forget that the most important aspect of the informed consent process is
an open exploration of family relationships, motivations, expectations, hopes, and
fears. In whatever manner the required information is communicated and docu-
mented, the informed consent process should not short-change real dialogue about
the personal and emotional topics central to the donor’s decision.

Several excellent models have been published that discuss informed consent
in the context of the overall living donor evaluation [11-13]. These are essential
resources in developing a specific script and evaluation tool for the quality of in-
formed consent process in living donations.

Special Topics in Obtaining Informed Consent for Living
Donation

I will end the chapter by discussing two ethical issues that may come to the fore-
ground during the informed consent process for living donation. The issues are
introduced by brief case descriptions.

Autonomy and the Voluntary Acceptance of Risk

Consider a woman who wants to donate a kidney to her 16-year-old son. All aspects
of the donor evaluation are routine, except that the MRI shows a kidney stone of
about 6 mm. This is just above the limit of what the transplant team typically al-
lows, given that national guidelines suggest that there is a mildly increased risk
for the donor in this circumstance. After a lively discussion of the evidence base,
the transplant team rejects the woman’s candidacy as a living donor. There are no
other living donors for the recipient, and because of blood type and sensitivity, his
wait for deceased donor kidney will be long. The donor candidate is unhappy with
the decision, and she accurately argues that the evidence base is shaky and, indeed,
even a pessimistic read of the data shows only a mildly elevated risk. Further, she
says she should be free to decide to accept additional risk to greatly benefit her
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son saying, “it is my body and my life, after all.” Members of the transplant team
are sympathetic to the argument, especially because they judge the risk to be only
mildly elevated over the baseline risk for other donors.

From the perspective of the living donor advocate, two questions seem funda-
mental: (1) Does the donor’s informed and voluntary acceptance of additional risk
tip the scales in favor of transplant in this case? (2) What does it mean to “advocate”
for the donor in this case—does it mean supporting the donor’s freedom to choose
or seeking to override the donor’s wishes for the donor’s own good?

Fundamental to understanding the case is the basic distinction between the physi-
cian’s right to offer only those treatments that promote the patient’s best interest and
the patient’s right to refuse any treatments that are offered—in short, both parties
to the transaction have veto power. Living donation requires a slight emendation of
this distinction. While donor nephrectomy is never in the best medical interest of the
donor, physicians have the right to offer donor nephrectomy at their discretion and
only when the nephrectomy does not carry significant risk. In response to the first
question, I would argue that the donor candidate’s self-initiated and well-informed
request to proceed with the transplant does provide an additional reason in favor
of the transplant. The medical team, in this case, has the discretion to balance the
slightly elevated risk against the donor candidate’s strong desire to benefit her son.
This is not to say, of course, that a donor candidate has a right to donate no matter
the level of increased risk. However, it is to say that a strongly motivated donor may
request that a transplant team waive some of their more conservative guidelines and
ethically respond in the affirmative to this request.

The second question asks how a living donor advocate should respond to this
situation. The advocates will likely find themselves caught in tension among sev-
eral ethical principles. On one hand are the obligations to promote the patient’s best
interest and protect them from harm (often called the principles of beneficence and
nonmaleficence). On the other hand is the obligation to promote the patient’s right
to self-determination (often called the principle of respect for patient autonomy).
Some living donor advocates will have a preexisting predisposition to favor one set
of principles over another. For example, those who think that an advocate’s job is pri-
marily to protect the donor from harm will not want to follow a patient’s lead when
they make suboptimal choices (this inclination is sometimes disparagingly called
paternalism.) Other advocates may have a strong inclination to fight for the donor’s
right to choose, even if they personally do not agree with the choice. The point for all
living donor advocates to remember is that both beneficence/nonmaleficence and re-
spect for autonomy represent important ethical values. When they come into conflict,
it may be necessary to grant temporary priority to one over the other, but this should
be done only after all options for resolving the conflict, by honoring both principles,
are exhausted. Even when one principle is deemed more important in a particular
case, the importance of the “losing” principle cannot be forgotten.

Advocating for the hypothetical donor candidate, in this case, means making
sure that the donor’s arguments are fully heard by the donor review team and, if nec-
essary, helping the donor request an appeal or file a complaint about the decision.
However, it also means compassionately explaining the reasons for the decision to
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ensure that the donor candidate does fully appreciate the heightened risk. Perhaps
it may be appropriate to recommend a “cooling off period” to give any immediate,
highly emotional reactions of the donor time to subside. Waiting periods are often
appropriate to make sure that the donor’s decision is stable—meaning that it does
not change due to arbitrary factors. This serves the purpose of informed consent.

Is Altruism the only Acceptable Motivation for Becoming
a Living Donor?

Consider the following two cases:

1. A man is being evaluated to be a living donor for his ex-wife. The children from
their marriage are still young. The man explains that he is motivated to donate
for the good of his children—so that their mother can be involved in raising the
children, and that she be as healthy as possible to participate in their lives. Howe-
ver, the man also explains that he has no desire to benefit his ex-wife. In fact,
he blames her for breaking up the marriage and harbors very negative feelings
toward her. Except for the children, he would be dead set against the donation.

2. A man is being evaluated to be a living donor for his ex-wife. The children from
their marriage are still young. The man explains that he is motivated to donate
for the good of his children—so that their mother can be involved in raising the
children, and that she be as healthy as possible to participate in their lives. He
also confides in you that he is still in love with his ex-wife. He muses, “Perhaps
when she sees that sacrifice that | am making for her, she will take me back.”

These cases illustrate atypical motivations for donation. In case 1, altruism is in-
volved, but it is directed toward the children rather than toward the recipient. In case
2, altruism toward the recipient and toward the children may be involved, but there
is also a strong element of self-interest—the donor is hoping to reconcile with his
ex-wife. These cases raise two questions. Is the motivation of the donor relevant to
the informed consent process? More importantly, do the motivations of the donor
candidates in the two cases rule them out as potential donors?

The Applebaum and Grisso criteria for decision-making capacity do not include
reference to acceptable or unacceptable motivations. Indeed, none of the criteria for in-
formed consent—capacity, voluntariness, disclosure, understanding, consent—make
a reference to acceptable or unacceptable motivations. On the standard criteria for
informed consent, motivations are considered relevant to evaluating decision-making
capacity only when they include unrealistic goals or are unlikely to be achieved given
the choice that the person is making. It is the inconsistency between the goal of action
and the likelihood that the goal will be achieved that signals that a person is acting
irrationally. The content of the motivation, by itself, is neither rational nor irrational.

Nonetheless, there is a strong presumption in the literature on the evaluation
of living donors that altruism is the only acceptable motivation. For example, the
consensus statement on the live organ donor states that, “Transplant centers must
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