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n discussions regarding deceased organ donation policy, few

topics generate more debate than deemed consent, often

referred to as presumed or opt-out consent.t? Although vari-
ations exist, the basic definition of deemed consent is that all
competent members of a jurisdiction are assumed to have given
their consent for deceased organ donation unless they have
explicitly registered otherwise. Canada joined this international
debate on Jan. 18, 2021, when Nova Scotia implemented North
America’s first deemed consent model.® Policy-makers across
Canada are now asking if they should pursue similar policies, but
lessons learned from experts around the world suggest that con-
sent models should be changed only with clear objectives in
mind and within a transparent system that has other founda-
tional elements already in place. We discuss what is known
globally about the impact of deemed consent models, what
other jurisdictions have learned about implementation and how
the policy should be evaluated in Nova Scotia.

Internationally, deemed consent models have had mixed
effects. A 2019 systematic review concluded that countries with
deemed consent had donation rates 20%-75% higher than
countries using other consent models.* However, only 1 of
6 studies included in the review showed that the consent model
was the primary factor influencing donation rates. Instead,
national health care expenditures and number of potential
donors (closely related to vehicular safety and incidence of
strokes) were more closely correlated with donation rates. In
contrast, a 2019 analysis of databases from 35 countries did not
show a statistically significant donation or transplant advantage
to deemed consent.®

Even determining the appropriate metric to define success is
a topic of debate. Reports often focus on donation or transplant
rates, but these measures are influenced by factors independent
of the consent model.** Consent models do not affect the pool of
eligible donors, alter the number of people who need transplan-
tation, or create timely access to operating rooms. Indeed, con-
sent model success would be better measured using metrics
such as identification and referral rates of eligible donors, the
number of planned approaches that appropriately integrate the
possibility of donation into end-of-life conversations and con-
sent rates from approached families. These measures would
ensure that systems evaluate how often and how well donation
opportunities are integrated into end-of-life care.

KEY POINTS

® Nova Scotia recently implemented deemed consent for
deceased organ donation, and other Canadian provinces are
considering a similar change.

® The effects of deemed consent models inernationally have been
mixed.

® No matter the consent model, the general public and health
care professionals need to operate within a trustworthy and
transparent system.

e Analysis of the impact of Nova Scotia’s legislative reform is
underway and should inform other provinces considering
similar changes.

Clear objectives are important, but having a trusted donation
and transplantation system before changing a consent model is
critical. Organ donation relies on public trust, which must be
earned from grieving families at the bedside of a dying or
recently deceased loved one. These families must be confident
that all appropriate measures to save the life of their loved one
were pursued and that organs will be allocated in a just and
equitable manner. If a medical system does not have that foun-
dational trust, deemed consent could be seen as an overreach
by a system more interested in transplanting organs than treat-
ing severely injured patients.® An oft-cited example is that of
Brazil in the late 1990s; not even a year after attempted imple-
mentation, a deemed consent law was revoked because of wide-
spread distrust of the system and a decrease in donation activity
across the country.®

Population diversity must also be recognized when imple-
menting a consent model. Concerns within religious or underrep-
resented communities may be distinct from the broader popula-
tion, and strategies should be created to address them. Systems
and processes should assess and respond to population-specific
issues. For instance, as deemed consent has moved from Wales
to other regions of the United Kingdom, donation and transplan-
tation officials have created websites that address specific con-
cerns of faith communities based on consultations with leaders
and members of those groups.” In these conversations, most
expressed concerns were related to organ donation in general,
rather than being directly related to deemed consent. However,
if trust from a certain group is fragile, deemed consent could give
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the impression of diminishing a person’s ability to determine
how their body will be treated after death. These concerns
should be addressed openly and respectfully before implement-
ing any changes in deceased donation consent models.

The best evidence and experience from other countries sug-
gest that deemed consent is unlikely to be the sole determinant
of the performance of a transplant system.®® However, deemed
consent holds a special place of interest among the general pub-
lic, clinicians and legislators hoping to improve donation perform-
ance, and its impact in Canada must be measured. In Nova Scotia,
several changes have been incorporated into legislation and will
be evaluated over the coming years. Timely audits of potential
donors will be used to identify missed referral opportunities and
measure meaningful outcomes (e.g., identification and consent
rates) that can be compared with other provinces. Specialized
training in the methods of approaching families to discuss dona-
tion, and recruiting hospital-based donation champions to
develop and implement hospital procedures that facilitate dona-
tion are additional key interventions that have been associated
with improvement;® these will also be incorporated and evalu-
ated. Finally, we have created a multifaceted research program to
not only compare quantitative outcomes across provinces, but
also to rigorously assess the attitudes of health care workers and
the general public regarding these changes.™® Special care is being
taken to reach out to historically underrepresented groups that
may have particular reasons to distrust the concept of presuming
consent for donation. No one knows exactly what the impact of

the deemed consent policy is going to be in Nova Scotia, but, by
studying it carefully, future debates around Canadian consent
models will be based less on presumptions and more on data.
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