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OVERVIEW

Public Awareness and Attitudes to Living Organ
Donation: Systematic Review and Integrative Synthesis

1,2,5

Allison Tong,

Jeremy R. Chapmcm,3 Germaine Wong,1’2’3 Michelle A. ]osephson,4

and Jonathan C. Cmigl’2

Background. The deceased-donor organ shortage has driven widespread adoption of living-donor transplantation.
Yet, public views on living donation are not well understood. This study aims to synthesize studies on public
awareness and attitudes toward living organ donation.

Methods. Electronic databases and reference lists were searched to September 2012. Summary estimates from survey
data were obtained by random effects meta-analysis. Qualitative descriptive synthesis of each study was performed.

Results. Forty-seven studies involving 34,610 respondents were included. The proportion of respondents aware of
living organ donation was 76.7% (4 studies, n=3248; 95% confidence interval, 46.2%—-97.0%; 1?=99.7%). The ma-
jority were in favor of living directed donation (85.5% (11 studies, n=15,836; 95% confidence interval, 81.6%-89.6%;
12:98%), with recipient and community benefit as the rationale provided. However, barriers included fear of surgical
and health risks, lack of knowledge, respect for cultural norms, financial loss, distrust in hospitals, and avoiding re-
cipient indebtedness. The public voiced concern about possible risks or an obligatory pressure exerted on the donor.
Many supported reimbursement for out-of-pocket expenses, paid leave, wait-listing priority, health insurance, and
donor acknowledgment. There was strong opposition to financial incentives, which they believed risked exploitation
and inequity and diminished voluntary altruistic donation.

Conclusions. The public is generally supportive of living donation and articulated important equity and ethical
considerations for protecting the health and safety of living donors. This supports increased public engagement and

strengthening of a shared view among professionals and the public in living donation practice and policy.

Keywords: Organ donation, Live donor, Public policy, Ethics.

(Transplantation 2013;96: 429—437)

he scarcity of suitable organs for transplantation has

driven widespread acceptance of living-donor transplan-
tation (I-3). Although living-donor transplantation offers
superior survival and quality of life for recipients compared
with deceased donation, donors face the risks of surgical
complications, potential physical and psychosocial harms,
and death (4-6). In the United States, the donor mortality rate
due to surgical complications is 0.03% (7). The reported rate
is <0.5% for postsurgical complications requiring reoperation
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and <1.0% for complications not requiring reoperation (8).
Donor deaths and a variety of adverse outcomes have been
reported in the medical literature and publicized in mass
media (9-11), raising concerns among both the professional
and general community about donor health and safety (2).
Intrinsic to the process is that healthy individuals
must be willing to accept risks of potential harms of do-
nating an organ, usually kidney or liver, including uncertain
long-term consequences. Despite this, the general public is
largely supportive of living donation (12-14). The impor-
tance of public involvement in decision-making in policy
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development to promote public confidence has been in-
creasingly recognized (15, 16). Yet, it is unclear if current
practices and policies for living donation are cognizant of
public preferences.

Lack of public input or insufficient understanding of
public preferences could lead to potential controversy in the
formulation of policy regarding living-donor transplanta-
tion. The public is a stakeholder group that, importantly,
does not have a direct personal or professional vested in-
terest in increasing donation rates. Equity and ethical stan-
dards are important underpinnings of organ donation, to
which the public can contribute useful and considerable
insight. This study aims to review and synthesize published
studies that have assessed public awareness of and attitudes
to living organ donation to inform healthcare service pro-
vision and policy regarding living organ donation.

RESULTS

Literature Search and Study Characteristics

Our search yielded 5079 articles, and 47 involving
34,610 participants were included (Fig. 1). The character-
istics of the studies are provided in Table S1 (see SDC,
http://links.lww.com/TP/A814). Forty (85%) studies reported
the conduct of surveys and 7 (14%) used qualitative methods
(focus groups and interviews) to collect data. Twenty-six
(26%) studies included solid organ donation broadly, 15
(32%) focused on kidney donation, 4 (9%) on liver donation,
and 1 (2%) on both kidney and liver donation. In 9 (19%)
studies, participants of a specific religion or ethnicity were
recruited. The studies were conducted in 20 countries.
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Appraisal of Study Reporting

Of the 40 survey studies, the comprehensiveness of
reporting was variable with studies reporting on 2 to 11 of
the 16 items (Table 1). Thirty-seven (93%) studies specified
their sampling strategy and mode of survey delivery and
provided a description of the survey, and 10 (25%) reported
whether surveys were anonymously completed. Response
rates were reported in 26 (65%) studies. Of the 7 qualitative
studies, 6 (86%) stated the questions or topics used to collect
data, reported the use of audio recording, and provided
quotations to support their findings. Four (57%) specified
that theoretical saturation was reached, that is, little or no
new data were arising from subsequent interviews for focus
groups. Two (29%) reported the use of software to facilitate
data analysis.

Integrative Synthesis

Quantitative and qualitative findings were organized
into nine themes: knowledge about living donation, support
for and willingness to be a living donor, perceived benefits of
living donation, concerns and barriers to living donation,
acceptance of living-donor organs, solicitation of living do-
nors, donor autonomy, altruistic anonymous donation, and
compensation and incentives. Under each thematic heading,
summary estimates are reported, where available, followed
by qualitative descriptive findings.

Knowledge About Living Donation

There was wide variation between studies in the pro-
portion of respondents who reported they were aware that
living organ donation was possible (17-23). The summary

MEDLINE Embase PsycINFO CINAHL Other sources
2546 citations 2079 citations 216 citations 214 24 citations
Title and abstract review
Excluded (n =4980)
Non research (review, commentary, policy statements, guidelines, ethics, conference report) 1584
Duplicate articles 1141
citations Only focused on deceased organ donation 773
5079 Non organ-donation 546
Epidemiology and cost effectiveness studies (trials, registry data, case reports) 518
No public views elicited (only donors, recipients, healthcare professionals) 336
Clinical care or surgical technique 82
Full text analysis
. Excluded (n = 52)
citations Only focused on deceased organ donation 30
99 No public views elicited (only donors, recipients, healthcare professionals) 14
Non research (review, commentary, policy statements, guidelines, ethics, conference report) 7
Epidemiological study 1

Included in systematic review
47 studies
(n=34 610)

FIGURE 1. Search results.
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TABLE 1. Comprehensiveness of reporting in survey studies

Participant characteristics References Number of studies

Sampling strategy (e.g., random and (12-14, 18-24, 26-47, 52, 54, 56-58, 80) 37
comprehensive)

Exclusion criteria (18, 20, 27, 30, 33, 36, 39, 43, 52) 9

Response rate (13, 14, 18, 19, 22-26, 29-31, 33-35, 37-41, 45, 52, 56-58, 80) 26

Characteristics of the sample (13, 14, 17-24, 27, 29-46, 52, 54, 56, 58, 80) 34

Characteristics of refusals (18) 1

Survey administration

Method of approach or invitation (13, 18, 21, 22, 24, 27, 28, 30, 31, 33, 35-41, 43-46, 52, 56, 58, 80) 25

Mode of delivery (12-14, 18, 19, 21-41, 43-47, 52, 54, 56-58, 80) 37

Incentive (19, 36, 37, 41, 43) 5

Follow-up reminder — 0

Anonymity (13, 14, 23, 26-30, 34, 43) 10

Survey design

Piloting or validation (14, 18, 23, 26, 28, 29, 34, 36, 39, 41) 10

Description of survey development (13, 18, 19, 22, 24, 29, 30, 34, 37, 39-41, 43, 45, 47) 15

Survey tool, ranking exercises (12-14, 17-19, 21-24, 26, 27, 29-47, 52, 54, 56-58, 80) 37
described or provided

Data analysis

Description of statistical analysis (13, 14, 17-24, 26-31, 33-41, 43-47, 52, 54, 56, 57, 80) 35

estimate of the proportion of respondents aware about the
possibility of living organ donation was 76.7% (4 studies,
n=3248; 95% confidence interval [CI], 46.2%-97.0%; [°=
99.7%) (see Table S2, SDC, http://links.Iww.com/TP/A814).
One study conducted in South Africa found that a higher
proportion knew kidney donation was possible (96%) com-
pared with liver donation (62%) (23).

Support for and Willingness to Be a Live Donor

Most studies assessed associations between socio-
demographic and attitudinal factors with public support for
live donation and willingness to be a live donor. The ma-
jority were in favor of directed living donation (12-14,

Rios 2010 (n=264)
Rios 2008 (n=1533)
Rios 2009 (n=265)
Rios 2012 (n=3545)
Spital 2001 (n=1009)

Combined (n=6616)

24-31). The summary estimate of the proportion of re-
spondents in favor of living directed donation for liver,
kidney, or other organs was 85.5% (11 studies, n=15,836;
95% CI, 81.6%—89.6%; 1°=98%). Subgroup analyses were
conducted by organ types to explore the possible sources of
heterogeneity. The summary estimate of the proportion of
respondents in favor of living-directed kidney donation was
90% (5 studies, n=6617; 95% CI, 88%-92%). The I* was
82%, indicating unexplained heterogeneity between studies
(Fig. 2; see Table S3, SDC, http://links.lww.com/TP/A814).
In addition, 80.7% (3 studies, n=5543; 95% CI, 73.8%—
86.8%; ’=96.4%) of respondents were in favor of living-
directed liver donation. Respondents in four studies (13,

0.92 (0.88, 0.95)

-
a 091(0.89,092)

e 0.83 (0.78, 0.87)
- 0.89 (0.88, 0.90)

= 0.92(0.90, 0.94)

N 0.90(0.88,0.92)

—————
0.00 0.25

——
0.50

1

—
0.75 1.00

Proportion (95% confidence interval)

FIGURE 2.
(12=82.0%).

Summary estimates for the proportion of respondents in principle supportive of living directed donation
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Picolo 2004 (n=43)

Kranenburg 2008 (n=550)
Martinez-Alcarcon 2009 (n=129)
Rid 2009 (n=178)

Teo 2011 (n=300)

Combined (n=1201)
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- 0.78 (0.76, 0.80)

W 0.97 (0.95, 0.98)

—a— 0.85 (0.78, 0.91)
- 0.76 (0.69, 0.82)
—= 0.82(0.77, 0.86)
% 0.84 (0.74, 0.93)
——
0.00 0.25 0.50 0.75 1.00

Proportion (95% confidence interval)

FIGURE 3.
recipient (12=97.4%).

27-29) conducted in Spain indicated less support for un-
related or nondirected donation, whereas two U.S. studies found
that the public were mostly supportive of nondirected donation
(12, 31) (see Table S4, SDC, http://links.Iww.com/TP/A814).

Public willingness to be a living donor to a known (re-
lated and/or unrelated) and unknown recipient was assessed
in 24 studies (12, 18, 20, 21, 24, 25, 30-46). In general, partic-
ipants were more willing to be a living donor to a known than
an unknown recipient. The proportion of participants willing
to be a living kidney donor to a known recipient was 84.4%
(5 studies, n=2833; 95% CI, 73.8%—92.8%; [°=97.4%) (Fig. 3).
However, only 33% (4 studies, n=3736; 95% ClI, 22.8%—44.5%;
1°=97.6%) would consider living donation to an unknown
recipient (Fig. 4). A higher proportion would be willing to
donate to a child (>90%) than to spousal, parent, or sibling
recipients (25, 39).

Although the proportion of participants willing to
donate to an unrelated or unknown recipient was discernibly
less (24, 25, 31, 32, 37, 38, 43, 47), one study conducted in

Summary estimates for the proportion of respondents who would consider donating a kidney to a known

The Netherlands (2008) (36) found that 83.4% would con-
sider donating to an unknown recipient. Paired kidney ex-
change, in which donor organs are exchanged between two
donor-recipient pairs due to medical necessity, was generally
judged an acceptable reciprocity.

Perceived Benefits of Living Donation

Living donation was perceived to result in a benefit to
the recipient and to the community(30, 48-51). The public
believed donors would gain a sense of reward and satisfaction.
In one study, donation was considered an inherent responsi-
bility if the potential recipient was a family member (50).

Concerns and Barriers to Living Donation

Several barriers and concerns were expressed, includ-
ing fears about surgical and health risks (13, 18, 26, 39, 48,
52), lack of knowledge about organ donation (13, 48), re-
spect for cultural or religious norms (e.g., to obey “family’s
wishes” (30) and avoid “damage” to the body (53)), financial

Spital 2001 (n=1009) - 0.45 (0.42, 0.48)
Landolt 2001 (n=500) - 0.29 (0.25, 0.33)
Spital 2003 (n=2049) » 0.46 (0.44, 0.48)
Rid 2009 (n=265) | —m— 0.14 (0.09, 0.20)
Combined (n=3823) 0.33 (0.23, 0.25)
T —— — T — T ™
0.00 0.25 0.50 0.75 1.00

Proportion (95% confidence interval)

FIGURE 4.
recipient (1=97.6%).

Summary estimates for the proportion of respondents who would consider donating a kidney to an unknown
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loss (39, 52), distrust in hospitals (33), and avoiding recipient
indebtedness (44). Apprehension about living donation was
mainly due to a perceived potential detriment to donor
health. There was concern about the possibility of surgical
risks, side effects, appearance of the scar, and the donor re-
quiring a transplant in the future. In one study, the median
chance of survival that respondents would accept before
becoming a living liver donor for a loved one was 79%
(interquartile range, 51%-95%) (54). Another study found
that respondents would be willing to accept added risk if
donating to their child (31). In one study, respondents were
presented with the following statement “in about 1 in 200
cases the operation can lead to the death of the donor,” and
42% believed this risk was acceptable if donating to family
member and 14% believed this risk level was acceptable when
donating to a friend (25).

Respondents indicated that the median recipient sur-
vival they would accept before consenting to living liver
donation was 55% (interquartile range, 49%-80%) (54)
Also, there was greater willingness to donate to younger
parents (50—75 years) versus older parents (>75 years), to
recipients in a potentially life-threatening situation, to chil-
dren, and to recipients whose liver disease was caused by
cancer versus alcohol consumption (35).

In a U.S. study restricted to Hispanics, some felt they
could not be a living donor because it was against their
family’s wishes or religious stance (30). Similarly, in a study
conducted among Chinese Canadians, donation was viewed
as a “disgrace to the parents.” (53) Out-of-pocket expenses
and potential job loss could also dissuade donation (33, 39)
as well as distrust in hospitals (33). In one study, concern
about recipient emotional indebtedness was expressed,
“[recipients will be unable to] do enough in return...and will
feel guilty for the rest of their lives without any prospect of
settling their account (55).”

Acceptance of Living-Donor Organs

Willingness to accept a living-donor organ was consid-
ered in terms of medical urgency, waiting time, and recipient
and donor outcomes. One study found that willingness to
accept a graft was largely premised on whether there was a
“life-threatening need,” or if the “living donation would
shorten the waiting period,” or if the “results of living dona-
tion would be better than that for cadaveric donation” (35).
They would be reluctant to accept an organ if there was “a
significant risk for the donor” (35) or would “cause long-term
problems for the donor” (42).

Solicitation of Living Donors

Three studies examined whether respondents would
solicit donors from among their family members (34, 45, 48).
In one study, 35% of participants would be unwilling to re-
quest organs from their friends (34), and in another study,
49% would not be comfortable about asking a family to do-
nate a kidney to them (45) but would be prepared to ask for
organ transplant from their family to survive and contribute
to their family. However, some expressed reluctance “to avoid
harming another person” and were unwilling to impose un-
due obligatory pressure on their family (48). They would
prefer that their family initiates offers of donation rather than
having to ask for a donation.
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Donor Autonomy

In two U.S. studies, at least 70% of participants be-
lieved that the potential donor should make the final deci-
sion, not the physician (31, 54). One study found that most
respondents believed that the “donor’s partner or spouse
should be involved in a person’s decision to donate, men
were even more likely than women to believe this (77% vs.
69%), as were married people (25).”

Altruistic, Anonymous Donation

In one study, the majority (80%) of respondents deemed
altruistic donation as acceptable (31), whereas, in another
study, 29% were in favor, 20% were against, and 51% were
undecided about donation to an unknown recipient (13).
There was also a view held by members of the public that
the only factor substantiating grounds for living donation was
having a personal relationship with the potential recipient
(55). Anonymous donors were viewed as extremes of either
“incredible selfless or incredibly stupid...obviously extremely
kind hearted...[or]...on the edge of insanity,” and some
participants doubted their motives for donating (50). Most
believed that donors should not be able to direct their dona-
tion to a specific group according to, for example, race and
religion (47).

Compensation and Incentives for Living Donors

The majority of respondents in studies conducted
within the United Kingdom, Europe, and United States were
in favor of financial reimbursement for donor out-of-pocket
expenses and felt it was legitimate (25, 54-56). Moreover,
they supported paid leave (25, 54, 56) (although pro-rata in
terms of “time of work” was not discussed), wait-listing
priority (56), lifelong health insurance (36), and donor ac-
knowledgment (55). However, they indicated less preference
for government tax breaks (56) and financial incentives
from health insurance companies (36).

In studies that were conducted in Europe and Canada,
most were opposed to financial incentives and a regulated
market for paid donation (19%-26% would support paid
donation) (43, 54). An argument against the commerciali-
zation of living organ donation was the incommensurable
value of an organ.

The public largely rejected commercial transplantation
as they believed it might lead to potential exploitation and
inequity and would diminish voluntary altruism (55, 57, 58).
Commercial living donation was expressed as being analogous
to “slavery” and “cannibalism” (57), although one respondent
in a study stated that “there is fine line between compassion
and exploitation” (57). In a study conducted in Europe, par-
ticipants believed that organ trafficking highlighted the need
to enact moral responsibility by improving donation rates and
achieve national sufficiency (55).

Two studies (25, 36) found that younger people were
more likely to support payment for donation, which Kranenburg
et al. (36) speculate could be explained by changing societal
values and more liberal attitudes of the younger population.
A small proportion of participants would consider donating
an organ for financial compensation, particularly if they were
experiencing financial difficulty (14, 36, 43).

In the context of a regulated market for paid organ
donation, most respondents believed that professional
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health organizations, the government, or international or-
ganizations such as the World Health Organization should
be responsible for the system (57). However, participants
doubted the feasibility of implementing regulation and ac-
knowledged that tight regulation would be needed (57).

DISCUSSION

The majority of the general public were in favor of
living direct donation. Most were supportive and in principle
willing to donate to their child, spouse, or sibling and, to a
lesser extent, toward an older parent, friend, or anonymous
recipient. Paired kidney exchange was perceived as a justifi-
able reciprocity for mutual benefit to the donor—recipient
pairs involved. The public believed living donation offered
survival and quality-of-life benefits to the recipient and psy-
chosocial advantages to the donor in terms of gaining a sense
of reward. However, this endorsement was tempered by
concerns about surgical and health risks to the donor, cul-
tural barriers, uncertainty about organ donation, financial
loss, lack of trust and confidence in the healthcare system,
and potential recipient emotional indebtedness to the donor.
Moreover, some would be unwilling to accept a living-donor
graft for themselves if there was a risk to the donor and
expressed reservations about asking and potentially obliging a
family member to accept the risks inherent in being a donor.

Some of the concerns voiced by the public, to some
extent, have been addressed in living-donor follow-up studies.
Surgical risks are minimal, but some research suggests that
donors may be at a slightly increased risk of hypertension,
proteinuria, and cardiovascular events (59, 60). However,
high-quality, long-term outcome data for living donors is
lacking, particularly for donors from minority groups and
donors with health risk factors. In terms of financial costs to
the donor, one systematic review found that living donors
incur various costs, including travel and accommodation
costs, lost income, and costs for dependent care and domestic
help (61). Anxieties expressed by the community about po-
tential recipient motional indebtedness to the donor have also
been identified in living donors. Studies indicated that donors
were conscious to avoid recipient indebtedness by avoiding
mention of donation and instead focusing on “moving on”
with life (62).

Organ trafficking was deemed by the public as unaccept-
able and global initiatives such as the Declaration of Istanbul
(63) and legislation are accepted in most countries to prevent
or deter commercial transplantation. Polarized views were ex-
pressed about anonymous altruistic nondirected donation.
Some considered it acceptable and others felt it was unjus-
tifiable because of the lack of a personal relationship and po-
tential nonaltruistic motivations. In this regard, rigorous
psychologic assessment is usually required in nondirected
donation programs (1).

Little is known about public attitudes toward directed
donation to a stranger, such as when a potential donor re-
sponds to a public appeal in the media or Internet and offers
to donate to an individual whom he or she has little or no
prior emotional connection. Public solicitation of organs is
a difficult and complex issue (64). International legislation
about noncommercial public solicitation for living donation
varies and is illegal in some countries. A survey of 132 U.S.
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transplant programs found that 30% would accept donors
solicited through Web sites or other media outlets (65).
Debates among professionals and ethicists argue that it may
be acceptable based on freedom of choice or fulfillment
or moral identity (66). On the contrary, the practice raises
concerns about potential commercialization and inequity
as wealthy, photogenic, and media-savvy individuals with
compelling stories are unfairly advantaged (I). In the last
decade, the emergence of organ donation matching Web
sites, such as matchingdonors.com in the United States (also
recently launched in the United Kingdom (67)), has raised
ethical concerns about inequitable allocation and potential
profiteering (1, 64).

Financial reimbursement for out-of-pocket expenses,
paid leave from employment, wait-listing priority in the
event of needing a transplant themselves, health insurance,
and donor acknowledgment was generally regarded as legit-
imate. Financial incentives or paid donation were opposed
by most based on preserving ethical and moral standards of
equity, avoiding exploitation, maintaining voluntary altru-
ism; and doubt over the feasibility of achieving a regulated
system for paid donation. These sentiments are shared with
most transplant professionals who recognize that incentives
to improve living donation must be accompanied by safe-
guards for vulnerable populations (68). Of note, a greater
acceptance of paid donation was found among the younger
population, which may be explained by the trend toward
more liberal attitudes of modern society (36). Variations in
opinion by geographic or socioeconomic strata could not be
determined as public opinion of reimbursement and in-
centives were addressed by studies conducted only in the
western, middle- to high-income countries.

The Ethics Statement of the Vancouver Forum on liv-
ing donation states that “donor autonomy does not overrule
medical judgment and decision making” (69), but U.S.
studies suggests that the public believes potential donors
should make the final decision. This is particularly complex
as the level of acceptable mortality and long-term health risk
may be different between medical professionals and potential
donors. Also, there are different risk profiles, time factors,
and clinical contexts to consider for kidney, liver, and also
lung lobe donation. The medical and psychosocial screening
process, criteria, and thresholds for living-donor acceptance
vary between centers (65) and there is some concern about
accepting “medically complex donors” (70). A key consid-
eration in justifying donor rejection is that acceptance of the
donor would threaten the public trust (71). For these rea-
sons, public input into donor assessment and follow-up
policies are warranted.

There are many ethical challenges and uncertainties in
living organ donation (I). In many countries, strategies to
increase living donation include paired and domino-paired
kidney exchange, altruistic nondirected donation programs,
desensitization of human leukocyte antigen—incompatible
pairs, expansion of donor acceptance criteria, and donor
reimbursement schemes. More recently, standards for an
internationally acceptable system of incentivized organ do-
nation have been proposed (72). The extent to which the
public has been involved in many of the current debates over
public policy in living-donor transplantation is unclear. We
have identified a number of gaps in public knowledge and
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attitudes to living organ donation and suggested broader
rigorous canvassing of public perspectives (Table 2).

Currently, the U.K. public are being surveyed about
whether registered organ donors should be given priority for
transplantation and what changes they deem acceptable in
terms of improving deceased donor transplantation rates
(73). This survey is expected to inform changes to the organ
donor and transplantation strategy in the United Kingdom.
Likewise, public opinion should be sought to inform rules
and policies governing living-donor transplantation. The
U.S. Organ Procurement and Transplantation Network is-
sues policy proposals for public comment (74), but public
opinion needs to be more actively and systematically sought
for effective and meaningful contribution to policy.

The study provides a global overview of public per-
spectives on living organ donation. We used standard sys-
tematic review methods, including comprehensive search and
screening of studies using predefined inclusion criteria. We
included both quantitative and qualitative data to corrobo-
rate findings, enhance insights attained with the comple-
mentary methodologies, and generate more comprehensive
data to help understand public awareness and attitudes re-
garding living donation. However, there are limitations in our
summary estimates due to the wide heterogeneity of the
study population, design, and reporting of results. Although
the studies were statistically significantly heterogeneous, the
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magnitude of the responses to each of the questions appeared
very similar, with proportions consistently +10%.

There are little data about the impact of public aware-
ness interventions on living donation rates. Rodrigue et al. (75)
conducted a randomized controlled study to evaluate the ef-
fectiveness of a home-based education program in increasing
living-donor kidney transplantation and found that home-
based education led to a significant increase in willingness to
discuss living kidney donation with others and is effective for
increased living-donor kidney transplantation rates. Better
understanding about public awareness of living kidney do-
nation can inform community-based educational initiatives
to facilitate discussion about living-donor organ transplanta-
tion and address misconceptions and concerns about living-
donor transplantation. Further research is suggested to assess
the impact of public awareness on willingness to be a living
donor and thus rates of living-donor transplantation.

In living organ donation, the general community can
articulate important equity and ethical considerations for
protecting the health and safety of living donors. Neglecting
public engagement and input may consequentially lead to
potential controversy and distrust in living-donor trans-
plantation programs and policy. This supports the need to
promote public engagement and to strengthen a shared view
among professionals and the public about living donation
practice and policy.

TABLE 2.
Topics

Proposed research agenda on public attitudes and preferences in living organ donation

Subtopics

Support for living donation
Donor autonomy

* Investigate and compare sociocultural and religious beliefs regarding living organ donation
* Disaggregate donor autonomy in terms of medical, psychologic, and social risks

* Medical professional responsibility and obligations

Informed consent

* Content and delivery of information for potential donors and strategies to ensure

that donors receive and understand the information

* Maintaining donor and recipient confidentiality

Donor selection

* Considerations for the selection and acceptance of living donors

« Strategies to prevent unwarranted coercion or exploitation

Acceptable risk

* Acceptability of expanded criteria for living-donor eligibility (kidney and liver donation)

* Preference for content and delivery of risk information (mortality, surgical complications,
and short-term and long-term physical and psychosocial outcomes)

Solicitation of living donors
social networking sites)

* Attitudes toward public appeals by recipients (via mass media, Web sites, and

* Attitudes about initiatives for matching donors with recipients (e.g., matchingdonors.com)

* Solicitation of donors within specific communities (e.g., religious communities)

Paired kidney exchange (including
domino-paired exchange)
Altruistic nondirected donation
* Preserving anonymity
Donor follow-up

Reimbursement
health insurance)

* Donor acknowledgment

* Perceived benefits and potential risks
* Donor and recipient confidentiality in the context of paired kidney exchange
* Screening criteria and acceptability of nondirected donors

* Medical and psychosocial follow-up after transplantation
* Acceptable forms of reimbursement (out-of-pocket expenses, wait-listing priority, and lifetime

* Paid leave (responsibility—employers, government, and hospitals; pro rata rates/means testing)

Financially incentivized donation

* Perspectives on organ trafficking and commercial transplantation (consequences for

donors/recipients and recipient penalties)

* Opinions on current debates on government regulated market for compensation donation
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MATERIALS AND METHODS

Selection Criteria

Qualitative studies and surveys that examined the awareness and atti-
tudes of the general public on living organ donation were eligible. This
included individuals from the lay public without specialized or professional
knowledge of organ donation or transplantation. Articles were excluded if
they reported only data elicited from transplant medical professionals,
transplant recipients, and organ donors. Epidemiologic studies, editorials,
reviews and nonresearch (e.g., guidelines, policy documents, and ethics
debates) articles, and articles not published in peer-reviewed journals were
also excluded.

Data Sources and Searches

Medical Subject Headings terms and text words for public and com-
munity were combined with terms and text words relating to living organ
donation and then combined with Medical Subject Headings terms and text
words relating to attitude to health, knowledge, attitudes, beliefs, percep-
tion, morals, ethics, surveys, and qualitative research (see Table S5, SDC,
http://links.lww.com/TP/A814). The searches were conducted in Medline,
Embase, and PsycINFO from inception to September 2, 2012. We also
searched reference lists of relevant articles and reviews, Google Scholar, and
PubMed. We screened titles and abstracts and rejected those that did not
meet the inclusion criteria. Full texts of potentially relevant studies were
obtained and assessed for eligibility.

Study Appraisal

To appraise the surveys, we used a 14-item framework that included
the following domains: participant characteristics, survey administration, survey
design, and data analysis (76). We used the Consolidated Criteria for Reporting
Qualitative Health Research to appraise the qualitative studies, which is a
32-item framework for assessing criteria specific to the research team,
study methods, context of the study, analysis, and interpretations (77).

Data Extraction and Synthesis

Quantitative results were extracted into an electronic database and then
tabulated. Where feasible, proportional data were transformed into quan-
tities according to the Freeman-Turkey variant of the arcsine square root
transformed proportion (78). The pooled proportion was then calculated as
the back-transformation of the weighted mean of the transformed pro-
portions using the random effects model by DerSimonian and Laird (79).
The summary estimates were reported as proportions and the 95% CI, and
heterogeneity was analyzed using the I” statistic. Preplanned subgroup
analyses, such as by organ groups, were used to explore possible sources of
heterogeneity, but because of insufficient data, this was not possible. As-
sessment of publication bias using a funnel plot was not possible due to
insufficient studies. All quantitative analyses were done using StatsDirect
(StatsDirect Ltd., London, UK, 2005) and SAS software version 9.2 (SAS,
Cary, NC).

Given the wide heterogeneity in the study population, the mode and
content of surveys, analysis, and reporting of findings, we also conducted a
qualitative descriptive synthesis. We extracted all text under the “results/
findings” or “conclusion/discussion” section of each article. These were
entered verbatim into HyperRESEARCH version 3.0.3 (ResearchWare,
Randolph, MA, 2009), software for coding textual data, and then coded
under emergent common themes. A.T. recorded all concepts that focused
on public perceptions on living organ donation. The textual data were
summarized descriptively under common themes inductively derived and
identified across all studies.
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