Organ donation consent after death
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Most countries where organ transplants are performed, defined laws exist to address differ-
ent legal aspects of these procedures, particularly concerning consent for organ donation
after death.!

The authorization for organ removal for transplantation purposes raises controversial debates,
considering its profound ethical and moral implications. It examines core societal values and
reflects on fundamental rights, such as respect for human dignity, including the right to person-
ality and autonomy of self-determination.

Every individual possesses the freedom to decide regarding certain actions concerning their
body according to their own conscience. However, these decisions must be made within certain
boundaries to uphold fundamental rights. In Brazil, an individual’s autonomy over their own
body is included in three articles of the Constitution. Article 1 emphasizes the principle of human
dignity; Article 5 outlines the right to life and the right to freedom; and Article 199 addresses the
ability to waive parts of the human body.?

Classification of consent for organ donation after death

Consent for organ donation is typically classified into four categories: informed consent,
mandatory choice, presumed consent, and compulsory removal. Informed consent, man-
datory choice, and presumed consent are used in a vast majority of countries, although with
variations.** However, compulsory removal, which involves the mandatory removal of viable
organs for transplantation from deceased individuals, is not legally permissible in any country.
Unlike other types of consent, compulsory removal does not involve obtaining formal consent

as it renders consent unnecessary.

Informed consent
This approach requires explicit consent from individuals during their lifetime and/or from their
family members after death. It is widely regarded as the most ethical approach and upholds
principles of autonomy, voluntarism, and altruism. Under this system, organs are not removed
without explicit consent, and individuals have the opportunity to benefit others without any
personal benefit.*®

In countries following this system, such as those that prioritize the principle of autonomy,
individuals make their decision and register it through a donor registry (opting-in). When indi-
viduals have not registered, the decision lies with their family members.>* However, in coun-
tries such as Brazil, the family has the exclusive decision-making authority immediately after
death.” Other countries with greater restrictions on donation, such as Japan and South Korea,
require authorization from both the individual during their lifetime and from family mem-
bers after death.®

From a bioethical standpoint, many scholars advocate that a donation should only be con-
sidered valid if it was the explicit wish of the deceased individual, rather than relying solely
on the family’s decision. However, others argue that offering the possibility of donation to the
family can provide a way to relieve their suffering by adding a noble act to the tragedy of los-

ing a loved one.
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Mandatory choice

Mandatory choice requires that all competent adults must
decide in advance whether they wish to donate their organs
for transplantation after death. The decision, labeled as either
“donor” or “non-donor,” is recorded on an identity document or
driver’s license.*’

Advocates of this approach argue that it can boost consent, pre-
serve altruism values, and eliminate the need for family approval.
Moreover, this approach provides the possibility to increase the
pool of potential donors, by mandating that all competent adults
make a decision.*

However, the chief disadvantage lies in the requirement for all
adults to make the definitive decision and officially record their
status as either a “donor” or “non-donor.” Not all individuals may
feel adequately prepared or informed to make such a significant
decision, which is considered coercive and an invasion of privacy.>*°

For instance, in Sweden, the implementation of the National
Register of Donors and Non-Donors in 1996, and the first 300,000
records revealed that 52% opted to register as donors, whereas 48%
selected the non-donor status.™

Similar trends were observed in Brazil from January 1998 to
October 2000 when mandatory choice was implemented, although
without the support of medical entities and society. A consultation
by the Brazilian Association of Organ Transplants performed in
the identification institutes and traffic departments from January
1998 to December 1999 found that 51.2% of people were against
the donation of their organs after death.'

These results suggest that forcing people to make a deci-
sion may have adverse effects, as the majority opt not to donate.
Although opinion polls consistently indicate support for donation
exceeding 70%, mandatory registration records indicate that only
approximately 50% opt to be donors after death.”'° Therefore, the
implementation of mandatory choice did not sufficiently increase
the “donors” rate, where it was used, to justify the moral, social,
and financial costs.® Education and public awareness are more

important than a mandatory choice system.

Presumed consent

In presumed consent, individuals are assumed donors unless
during their lifetime, they do not express opposition to the dona-
tion of their organs after death. This system operates based on
non-donor registration, implying that individuals must actively
opt out if they do not wish to be donors.*!?

Under strong presumed consent, the lack of a record indicat-
ing the individual’s refusal to donate results in their organs being
removed for transplantation, regardless of the family’s wishes.

Under weak presumed consent, donation is assumed unless
there is a specific objection from the individual while alive and

from family members immediately after their death.

Proponents argue that presumed consent prevents family mem-
bers from having to make the decision about donation at an emo-
tionally difficult time, when they are grieving. This implies an
increase in the consent rate.’> However, this has been questioned,
as many families feel comforted by organ donation, stating that
“the death was not in vain.” Presumed donation removes altruism
and denies this possibility for the family."

Presumed consent is deemed ethically acceptable under cer-
tain conditions:'

1. Universal acknowledgment of the law within the population
2. Easy registration of donation denial

3. Respect for the decision made

Some bioethics experts advocate that the absence of objection
cannot be considered as consent. They view organ removal with-
out explicit consent as a violation of the autonomy over one’s body
and dignity.'>'*'> Others consider this system ethical, as failure to
register the objection (with adequate possibilities to do so) can be
interpreted as implied consent.'*'¢!

Despite only approximately 5% of the eligible population opt-
ing out of donation, opinion polls indicate that 20% to 30% are
against donations.'® The ethical point is that a person may not reg-
ister their opposition for various reasons and cannot be implied
to have consented.'>'*'>

There is no conclusive evidence to suggest that presumed con-
sent increases organ donation, as indicated by the examples of the
two countries with the highest donation rates:
 In Spain, which has presumed consent in legislation, the fam-

ily is consulted and must authorize the removal of the organs

in all situations (presumed consent in law but informed in
practice). Although presumed consent has been in place since

1979, the significant increase in donation rates began in 1989,

when hospital transplant coordinators became involved in the

search for donors."”

o In the United States, the decision regarding organ donation
is typically made by the individual during their lifetime. If no
decision was made, the family decides after death. Organ pro-
curement organizations, which are highly professional and

work with goals, are a common model there.*

In Latin America, several countries have adopted presumed
consent over the last 15 years and have not increased donation

rates, as it does not increase organ donation alone.™

Compulsory removal of organs from deceased people

The compulsory removal of organs from deceased individ-
uals without requiring permission, also known as Organ
Conscription or Routine Salvaging,”*** is not formally used

in any country.



Proponents of this approach argue for the principle of distribu-
tive justice, asserting that all individuals who die with usable organs
should contribute, and all patients who need them can benefit,
without depending on altruism or voluntarism. They advocate for
the perspective that human organs should be considered a socie-
tal asset with society assuming possession of them after death.?>*

The chief argument against compulsory removal is that it
infringes upon individual autonomy, and society’s rights override
individual rights, which makes it unacceptable.

In China, thousands of prisoners sentenced to death have had,
or have, their organs removed after death for transplantation pur-
pose. This situation is absolutely unacceptable, considering that
a select few individuals (prisoners sentenced to death) have their
organs compulsorily removed and a minimal portion of society

receives these organs (those who pay for them).?

Evolution of consent in Brazil

The first three transplant laws in Brazil, dating back to 1963,
1968,% and 1992% used the concept of “informed consent,” con-
sidering the patient’s authorization while alive or of family mem-
bers after death. Over the years, subtle changes were made. In all
cases the family was consulted and it decided regarding the dona-
tion, as it was not possible to register individuals’ preferences for
organ donation after death.

The hemodialysis tragedy in Caruaru in 1996, which resulted
in numerous deaths owing to poisoning, encouraged a group of
chronic kidney disease patients to ask the National Congress for
measures favorable to transplantation. Senator Darcy Ribeiro
worked to approve a new transplant law that would increase dona-
tions. On February 4, 1997, without any discussions with society
and medical entities, Law 9,434 was approved to come into effect
from 1998, changing the form of consent from informed to strong
presumed. However, this law did not take effect, as the non-donor
registry was not created. One month later, in March 1997, Decree
n° 2,170 was approved,” using mandatory choice, and required
all adults to express their choice as “donor” or “non-donor;” when
obtaining or renewing their identity or driver documents, with
strong opposition from society and medical entities.

There were two types of consent in practice: mandatory choice
for those opting to be “non-donors” and informed consent for those
opting to be “donors,” decided by medical professionals.

As it was highly opposed by the population, the mandatory
choice was repealed in October 2000.*° Subsequently, in March
2001, a new law was enacted, returning to the informed consent
system, with the exclusive decision of family members. The regis-
ters of “donor” or “non-donor” in the documents lost their value.”

Large sections of the media and population and some health
professionals misunderstood that presumed consent was the rule
between 1998 and 2000. An opinion poll conducted by Datafolha

in January 1998, and compared with that of April 1995, revealed
that the intention to donate organs decreased from 75% to 63%.
It may be because of the media affirming in 1997 that presumed
consent would be in force from 1998 onward, which caused fear
among the population. This indicates that despite not being used,
this form of consent reduced the population’s positive perception

of donation.!

CONCLUSION

Although a bill advocating for presumed consent is pending in
the Chamber of Deputies in Brazil, maintaining informed con-
sent appears to be more suitable. This entails establishing a vol-
untary donor registry, where individuals can register in the pres-
ence of witnesses. The registry should be legally valid and under
the control by the Judiciary, allowing for revocation if desired.
The State Transplant Center should only access this registry after
the individual’s death.!

The informed consent legislation could be articulated as fol-
lows: “Unless explicitly stated during the donor’s lifetime in the
donor registry, the removal of organs, tissues and parts of the
human body will require the authorization from family members.”

These modifications aim to uphold informed consent to its
fullest extent, preserving society’s trust in the transplant program.
Although the foundation is robust, enhancements are necessary to
maximize benefits for the maximum, number of patients respect-
ing while adhering to ethical principles.®

It is noteworthy that in Brazil, states with equal legislation and
financing have achieved donor rate above 40 per million people
(pmp), among the highest in the world. Conversely, some states have
arate below 10 pmp.*' This variance suggests that the decisive fac-
tor in the increase in donation and transplantation is not the form
of consent adopted. Other important challenges, such as failure
to identify potential donors, lack of logistics for evaluating poten-
tial donors and removing organs, and the limited use of removed
organs, cause or increase the imbalance between demand and the
number of transplants performed. Therefore, effective planning,
organizational improvements, logistical enhancements, and edu-
cational initiatives can be more effective than changing the form
of consent. Such measures can enhance efficiency, avoid public
distrust, and reduce conflicts with family members.®

There is no universal method of consent, and the success of any
transplant program cannot be attributed to legislation alone. If that
were the case, all countries would follow the same. Moreover, effec-
tive laws should conform to what is accepted by society and not
attempt to change society through coercion. The relation between
the form of consent and donation rate is not straightforward,
suggesting that the laws governing organ donation are more of a
legal and philosophical challenge than a crucial factor in obtain-

ing organs.!
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