The organ donation conundrum

A discrepancy exists between the demand for and the availability of solid organs
for transplant. Barriers to organ donation can be encountered at 2 key points: (1)
when trying to increase the number of people willing to become organ donors and
registering their intent and (2) at the time of organ procurement. Several predictors
of individual willingness to register as an organ donor are discussed, along with
issues surrounding families’ refusal of consent or failures in the hospital system to
identify potential donors. Several countries have adopted presumed-consent policies
and have seen a subsequent increase in donation rates. Research is needed to explore
the effectiveness of approaches to overcome the barriers to individual registration
and family consent, particularly in countries where presumed consent has not been
and is not likely to be adopted. (Progress in Transplantation. 2012;22:312-316)
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discrepancy exists between the demand for and

the availability of solid organs for transplant."
This discrepancy represents a major public health con-
cern, given the unnecessary loss of life associated with
an inability to provide necessary organs. Change
requires an increase in the number of registered
donors, as well as the actual procurement of organs
from potential donors. Organ donation is dependent on
the existence of appropriate conditions at a series of
steps from the individual, the family, the health profes-
sionals involved, and the policy context in which each
of these factors exist. Several key barriers emerge at
each of these steps, and effecting change could have
synergistic benefits for rates of organ donation overall.
The purpose of this commentary is to explore some of
these issues in more depth and to identify possible
future directions for efforts to tackle this problem.

Barriers to Registration and
Willingness to Donate

Despite high levels of public support for organ
donation, only a small proportion of individuals have
registered an intention to donate or signed a donor
card. For example, 77% of Australians have indicated
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that they are willing to become organ and tissue donors,’
but only 33% of eligible females and 30% of eligible
males have formally registered their intent or consent
to donate.’ Registration of consent appears to be an
important strategy in increasing actual organ donation,
as it has been suggested that a 5% increase in the reg-
istration of consent for organ donation would translate
into a 3% to 4% increase in actual organ donations.®
Differing results have been reported in relation to
the individual-level determinants of registration and
willingness to donate. A study with Dutch adolescents
reported that religion and education had no impact,
whereas negative outcome beliefs, anxiety, and social
expectations (whether parents, friends, and partners
would expect the person to register as a donor) were
predictors of willingness to register as an organ donor.’
In contrast, population-based data from the United States
and Europe suggest that both general education levels
and mother’s education level had a positive influence
on willingness to donate.® Some studies® have shown
that religious beliefs positively influence an individ-
ual’s desire to donate their organs, whereas other stud-
ies®!'* have shown that strong religious beliefs can
negatively influence attitudes toward organ donation.
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In the United States, African Americans, Hispanics,
and Catholics are less likely to be registered as organ
donors. It is hypothesized that, in some cases, these
lower registration rates may result from a lack of trust
in the medical system and fears about the respectful
treatment of the body or about premature declaration of
death." In Europe, individuals who report being famil-
iar with the policies associated with the donation and
transplant of human organs are more likely to donate .’
Other factors that influence the likelihood of becoming
an organ donor include sex (females are more likely to
donate) and political opinions (those with more liberal
or left-wing political views are more likely to donate).’

In many countries, including Australia, families
are required to give consent before organ donation takes
place. Therefore it is important for individuals to com-
municate their wishes about organ donation to their loved
ones. However, barriers to family discussion also exist
and must be addressed in order to increase organ dona-
tion rates. Hyde and White'” report that an individual’s
perception about whether their family would agree with
and support their decision has a substantial effect on
their decision to discuss organ donation preferences.
Exploration of the decision-making process led these
authors to highlight the importance of focusing on
behavioral and normative beliefs about donation and
about the significance of communicating the donation
decision to families.

Barriers to Actual Donation and Family Consent

The second major issue concerns family and
hospital-related barriers at the time of actual organ pro-
curement. In countries where the family must give con-
sent in order for organ donation to proceed, consent
rates are currently only about 60%."* One factor consis-
tently reported as a barrier to family consent is the lack
of knowledge of the deceased person’s wishes. Evi-
dence suggests that families are much more likely to
consent to organ donation if they know that the
deceased had registered to donate, with 93% of Aus-
tralians stating that they would uphold their loved one’s
wishes if they had knowledge of their wishes.*

Family consent or refusal is strongly linked with
the involvement of health professionals and the prac-
tices of discussing donation with families. Several
studies have examined the rate of family consent in the
context of different request processes and timing of
requests. In a systematic review Simpkin and colleagues”
found that the timing of the request, the approach of the
requesting individual, and the setting in which the
request is made have been reported as key modifiable
factors associated with families’ consent to donation. A
comparison of donor and nondonor families showed
that factors associated with consent included beliefs
and attitudes about organ donation and transplantation,
whether the family knew the deceased person’s wishes
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about donation, and the family’s satisfaction with the
hospital care that their relative received."

Some evidence suggests that families of potential
organ donors receive inadequate information to make
informed choices and their emotional needs are not
consistently met.” A US study reported 3 key factors
that influenced the family’s decision: allowing the
family to understand and accept brain death before
any discussion of organ donation, participation of the
procurement coordinator in the request for consent,
and making the request in a quiet, private place." A
study in the United Kingdom also suggested that early,
direct, and tacit communication regarding recovery
prospects, assurances about respectful treatment of the
decedent’s body, and conducting these discussions in
nonsurgical attire may support relatives in consenting
to donation."” Substantially higher family consent rates
have been achieved when the discussion about organ
donation is temporally separated from the explanation
of the death."*"

The skills and attitudes of staff making requests
for donation consent have also been cited as a barrier
to successful consent. The European Donor Hospital
Education Program uses simulated family members
and role playing to improve staff members’ skills in
grief response and the donation request.”**' Evalua-
tions of the program have demonstrated improvements
in staff self-efficacy and a decrease in the perceived dif-
ficulty of the donation discussion.” However, increases
in physicians’ communication skills in breaking bad
news and requesting donation were not maintained 6
months after the program.*

In a US study, researchers conducted a trial of
changing the way that the families of patients who were
registered as donors with the Department of Motor
Vehicles (DMV) were approached. Rather than seek-
ing the family’s consent, representatives from the organ
procurement organization asked families to honor the
wishes of the patient, as registered with the DMV. This
change led to an increase in consent from the families
of DMV-registered patients from 80% to 100% >

In a study” in the United Kingdom, researchers
compared collaborative requesting by the potential
donor’s clinician and a donor transplant coordinator in
order to gain consent for organ donation with the
requesting being done by the clinical team alone, and
they found that collaborative requesting did not
increase consent rates. Routine questioning of patients
upon admission to hospital is reported to lead to the
identification of potential donors, which may alleviate
some of the difficulty associated with the discussion at
the time of death.”

In a study® in the United States that used trained
requestors as opposed to regional organ procurement
officers, researchers found that despite the selection of
staff who had experience in organ donation procedures
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and a strong personal belief in donation, the consent
rates achieved by these individuals were lower than
those achieved by the organ procurement officers. It
was subsequently recommended that a multidiscipli-
nary approach be taken to the consent process.”

System- or hospital-level barriers have also long
acted as impediments to the procurement of organs.
Failure to routinely report cases of brain death has
been cited as a barrier to rates of organ donation inter-
nationally.”*” A study of the efficacy of donor teams
in supporting the logistics (reporting and consent
processes) of donation in Saudi Arabian hospitals led
to an increase in reporting and subsequently, consent
rates.” Reluctance of clinicians to approach families
about the issue, the skills of clinicians, and the facili-
ties available all influence the rate of organ procure-
ment occurring at major hospitals.”® A National Organ
Donation Breakthrough Series Collaborative project
was launched in the United States in 2003 to tackle
some of these hospital-level components of the issue.
The project also was focused on the consent process,
timing, and the inclusion of minority population
groups. Before the start of this project, annual growth
in deceased donation was 2% to 4%; in 2004, after
the collaborative had started, deceased donation
increased by 11%.”

The Full Picture

An individual’s decision to register or carry an
organ donor card and the decision of the family to
allow organ donation are 2 different decisions made
under different circumstances, and the 2 decisions
can be described by using different decision-making
constructs.” However, evidence suggests that these
2 types of decisions are linked,”'** with a family’s
knowledge that the deceased person had carried a
donor card playing an important role in decisions to
donate.* It has been suggested that the most important
role for donor cards may be the stimulation of family
discussion.” Extensive research conducted in Europe
indicates that individuals are more likely to consent to
the donation of their own organs than to the donation
of a relative’s organs.** Both of these decisions are
influenced by the policies surrounding donation, as
well as the social climate that influences attitudes
toward donation.*”

Several European Union countries have recently
adopted policies of presumed consent in an effort to
increase the availability of organs for transplantation.
Exploration of the impact of these changes suggests
that the legislation itself and the enforcement and
awareness of the presumed-consent policies have led
to an increase in willingness to donate. It is suggested
that this willingness is associated with the acceptance
of donation as ideology, or a “social norm.”* Rithalia
and colleagues® conducted a systematic review of
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presumed-consent systems and reported that the vari-
ation in organ donation rates is likely to be the result
of a combination of legislation, availability of donors,
transplantation system organization and infrastruc-
ture, wealth and investment in health care, as well as
underlying public attitudes to and awareness of organ
donation and transplantation. The relative importance
of each of these factors, however, is not clear.*®

The “Spanish model” involves a national trans-
plantation organization that is centrally responsible for
maintaining waiting lists, transport of organs, compil-
ing statistics, research, and training.” Spain is the
world leader in organ donation, using a voluntary sys-
tem based on altruism.* The system was established to
overcome difficulties of inadequately trained staff,
unidentified donors, and a reluctance to approach
grieving families.** The organization’s management
structure is designed to give transplant coordinators in
each hospital responsibility for the implementation of
processes and accountability for performance. This
model has been associated with substantial increases
in donation rates, a decrease in family refusal, and an
increase in the average age of donors since the 1980s.%
There has recently been some debate, however, about
the cost of the donation system, with financial incen-
tives for tissue donor detection teams, disproportion-
ate salaries for transplant surgeons, and the cost of
drugs for patients receiving transplants.*

Overcoming the Barriers

An unpublished systematic review conducted by
the authors highlighted that although they make up
only a small proportion of publications, several inter-
vention studies have been conducted to address the
shortage of donors. Some interventions have targeted
the area of increasing registrations (or intentions to
register) through changing knowledge, attitudes, or
awareness. Other interventions have been focused on
strategies to increase consent at the time of death, or
have been focused on health professionals’ behavior
or families’ attitudes toward donation. In July 2008,
the Australian government launched a new measure
“A world’s best-practice approach to organ and tis-
sue donation for Australia,” which included $134.6
million over 4 years to fund reforms.*” One of the
components of the approach is an “ongoing, nation-
ally coordinated community awareness and educa-
tion program to increase knowledge about organ and
tissue transplantation and build public confidence in
Australia’s donation for transplantation system.”*
This acknowledges the need to “dispel the myths sur-
rounding organ donation, motivate action, and
encourage people to tell family of their wishes.”*
To date, this has resulted in several awareness cam-
paigns and the establishment of the DonateLife
organization.
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Social Norms

It seems that improvements may result from
tackling the issue early, within families and the com-
munity, before it arises in a highly emotional environ-
ment and under difficult circumstances such as in the
hospital. Attempts to change normative beliefs and
promote communication about organ donation and
donation decisions may help to increase registration of
consent by potential organ donors and to increase
family consent at the time of death. Increasing the
acceptance of organ donation and creating a norm of
organ donor registration at a societal level is likely to
have the most significant effect on actual donation.
Although the efforts targeted toward health profes-
sionals and the manner in which they seek family con-
sent are reported to influence consent rates, changes in
clinical practices and behaviors of health profession-
als are rarely maintained in the long term. Increasing
general awareness and acceptance of organ donation,
however, is likely to facilitate the familial consent
process at the time of death.

Family Discussions

One of the approaches used by DonateLife has
been to encourage families to discuss organ donation.
A campaign run during the 2010 Christmas holiday
period was based on the finding that “Less than 1 in 5
Australians have had a memorable discussion with
their loved ones about their donation wishes” and
attempted to normalize organ donation as a topic of
family conversation.* Such a message has great poten-
tial to create a climate of general awareness and
acceptance of organ donation. By putting organ dona-
tion alongside religious and political views as topics
discussed among families, and about which individu-
als are generally aware of their families’ and loved
one’s views, it will be possible to create a social norm
of acceptance and to alleviate fears associated with
organ donation.

Alleviating Fears

It will be critical to ensure that families have
accurate information about the processes associated
with organ donation to ensure that family discussions
are well informed. Many of the studies cited in this
review refer to unfounded perceptions about the way
that individuals are treated in order to retrieve organs,
a lack of understanding of the concept of brain death,
and unclear interpretation of religious views toward
donation. Widespread “myth-busting”—type cam-
paigns may assist in clarifying misperceptions about
procurement processes. Although awareness campaigns
have traditionally presented positive stories from the
perspective of transplant recipients and the families of
donors, they have less often been focused on the com-
mon fears and negative concepts of donation. More
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directly targeting these negative concepts to alleviate
fears may be an innovative and effective approach to
assist with efforts to alter social acceptance.

Encouraging Action

The discrepancy between acceptance and actual
registration represents one of the greatest challenges to
increasing organ donation rates. It is essential that the
social norms discussed earlier have registration (the
carrying of a donor card or other form of formal
acknowledgment of registration) as the accepted norm.
It has been acknowledged that acceptance of organ
donation does not necessarily translate into formal
registration, and as such, it is this step that must be
encouraged. Possible approaches to encouraging indi-
viduals to take action include providing convenient
opportunities for individuals to sign up (self-serve
touch-screen units at highly frequented places such as
shopping centers) and simplifying the sign-up process.
There is very limited evidence for successful efforts
focused on this step, and as such this approach requires
great attention in future research.

Conclusions

This review of the literature has led to the identi-
fication of 4 key elements that are expected to be
effective foci for improvement efforts. Creating social
norms of acceptance of organ donation, encouraging
family discussions, alleviating fears, and enabling
action are all likely to be important elements of suc-
cessful efforts to increase organ donation rates.
Limited evidence is available from intervention stud-
ies to guide marketing campaigns or other social norms
efforts in this area. Well-controlled and empirically
rigorous research targeting the key elements identified
here is needed to explore the effectiveness of approaches
to overcome the barriers to registration and consent.
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