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Summary

BACKGROUND: All over the world, patients die while
waiting for a transplant. Facing this difficulty, countries
struggle to find efficient procedures and policies. One pol-
icy that has recently been enforced in many countries is
the presumed consent (opt-out) system for organ dona-
tion. In such a system, every individual is considered as
a potential organ donor except in cases of expressed re-
fusal during her or his lifetime. Based on the input of a citi-
zen’s initiative, the Swiss parliament has made a proposal
for a soft presumed consent policy.lt was accepted by both
chambers at the national level, but will possibly be chal-
lenged by a referendum, and give rise to a public vote.

OBJECTIVE: Ahead of the democratic debate, our aim
was to sound out what issues are perceived as relevant by
ordinary citizens when they evaluate different policies reg-
ulating organ donation. What are their main worries and
decision criteria?

METHODS: We conducted semi-structured taped inter-
views with ordinary citizens during which we asked their
views on three different systems: the current opt-in sys-
tem, the opt-out presumed consent system described in
a soft and in a hard version, and the mandatory decision
system. We analysed transcripts by coding, and grouping
code families up to four levels. We achieved saturation
with fifteenth interviews.

RESULTS: All our participants happened to be favourably
disposed towards organ donation. Participants considered
it important to choose a policy that contributes to overcom-
ing the current shortage of organs, but not by any means.
They were mostly concerned about individual rights and
liberties, and more specifically about the importance of re-
specting the deceased’s will and to promote lifetime ad-
vanced directives on organ donation. The role and rights
of relatives were recurrent topics on which participants ex-
pressed divergent opinions. Participants often concluded

that no legal system is perfect and spent much time dis-
cussing elements that were relevant to organ donation in
general but not specifically linked to a given legal system.

CONCLUSION: This study provides useful information
about citizens’ concerns regarding organ donation. In
preparation of public debates on an opt-out policy, our re-
sults reveal what issues are likely to tilt the public opinion.

Introduction

The current legal framework in Switzerland for organ do-
nation is the explicit consent (opt-in) model: in theory, de-
ceased citizens are non-donor unless they have expressed
(verbally or in a written document) the wish to donate
their organs [1]. In practice, the medical team makes con-
tact with the relatives of the deceased persons in order to
find out their presumed will; the relatives make the final
decision. Unfortunately, the will of the deceased is often
unknown: although 91% of Swiss citizens are favourably
disposed towards organ donation, only 25% have clearly
expressed their wishes during their lifetime on a donor-
card or in their advance directives [2]. This absence of a
will seems to deter relatives from agreeing to the donation:
they refuse more than half of the requests [3, 4]. In inter-
national comparison, Switzerland ranks very low on organ
donation, with 18.4 deceased donors per million inhabi-
tants in 2019, compared with 49.6 in Spain, 30.3 in Bel-
gium and 33.3 in France [5]. Every 4 days in Switzerland,
a patient dies while on the organ donation waiting list [3].

In the hope of increasing the donation rate, and in reaction
to the input of a citizens' initiative [6], the Swiss parliament
has made a proposal for a soft presumed consent (opt-
out) policy according to which citizens are presumed organ
donors unless they have expressed their refusal (verbally or
in a written document) during their lifetime. As in the opt-
in system, the medical team makes contact with the rela-
tives in order to find out the deceased’s presumed wishes:
the relatives make the final decision.
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This soft opt-out policy change was accepted by both
chambers at the national level. However, it is likely to be
challenged by a referendum which will give rise to a pub-
lic vote. The opt-out policy does not meet with unanimous
approval. One major concern is its efficacy [7, 8], be-
cause in the end, the relatives’ opinion remains the deci-
sive decision factor. In contrast, a “hard” opt-out system,
in which the views of the deceased’s relatives are not ac-
tively sought, may be more efficient, but it would also be
more socially and ethically controversial. Both soft and
hard opt-out systems have been rejected by the National
Advisory Commission on Biomedical Ethics [9] and the
Catholic advisory board “Conférence des Evéques Suiss-
es” [10]. These committees support the opt-in system com-
bined with a legislative addendum: the “mandated choice”
[11]. Such a policy would make it mandatory for citizens,
by way of some administrative procedure, to make a choice
during their lifetime between three options: registering as
a donor, registering as non-donor, or deferring their deci-
sion. Note that the mandated choice can be combined with
the opt-in or opt-out solutions, which then apply to eligible
donors who have not expressed their choice during their
lifetime.

Facing this complex web of legislative options, public and
political debates promise to be complex and possibly con-
fusing. Since citizens may have the final word in the Swiss
democratic setting, it is important to identify the consider-
ations and factors that are the most relevant to them when
they evaluate the proposed policies. A public debate of
quality should address the reasons that are of concern to
the public, even if those reasons are debatable or unfound-
ed (which is often due to biased or lack of information).
This is why we aimed at exploring, with qualitative inter-
views, how ordinary citizens perceive these different organ
donation policies and what are their fears or hopes regard-
ing these options.

Recruitment and methods

We conducted semi-structured taped interviews with ordi-
nary French-speaking Swiss citizens socially integrated in
the Geneva region. We made this choice of region and lan-
guage for practical reasons: interviews were conducted by
JK, a French speaking master student at Geneva Universi-
ty, during a time period devoted to her master thesis.

Recruitment

In order to obtain a variety of points of view, we planned
to recruit citizens of various ages, gender, levels of edu-
cation, with or without children, holding different political
views, religious beliefs, having or not a personal experi-
ence with organ donation, and holding opposite opinions
on organ donation.

Data collection

We approached participants in public spaces and made
an appointment with them in a quiet place. We reviewed
the information sheet together, answered all questions and
asked them to sign a consent form. We conducted taped in-
terviews using a semi-structured interview grid (appendix
2) designed to elicit participants’ views on organ donation
policies that could plausibly be implemented in Switzer-
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land: the currently explicit consent system (opt-in), the
presumed consent system (opt-out) in its soft and hard ver-
sions, and the “mandated choice” legislative addendum. To
protect participants’ confidentiality, we did not ask them
to identify themselves (they signed anonymous consent
forms) and we deleted the recordings after transcription.
The study protocol was approved by the Commission uni-
versitaire  d’éthique de la  recherche (decision
CUREG.201908.07).

Data analysis

Interviews were transcribed verbatim and analysed using
thematic analysis. In a first round of coding, transcripts
were examined and single meaning elements were labelled
with content codes. In the second stage, we assembled the
initial codes into categories of second order codes and re-
iterated the process up to the fourth level when only three
core codes remained (full table of codes in appendix 1 and
example in figure 1). Some elements called for multiple
codes. JK coded the whole dataset; 15% of the transcripts
were double-coded by the co-supervisors (CC and SH). In
regular meetings involving all authors, we compared and
reviewed the coding and the resulting set of codes to en-
sure that concepts were clearly defined, appropriately de-
rived from the data, and that codes were being used consis-
tently. Throughout the analysis, we regularly checked the
coherence between higher-level codes and the subsumed
transcript elements. When necessary, we relabelled, fused
or reallocated codes. We ended the recruitment when we
reached data saturation, that is, when no new code emerged
from the analysis, indicating that we would not obtain
much more information with more participants.

Results

Between October 2019 and March 2020, JK recruited and
interviewed 15 citizens, a well-balanced sample in terms
of socio-demographic characteristics (see table 1). Howev-
er, it happened that none of our participants was opposed
to organ donation. Because of time constraints due to the
COVID-19 outbreak, and since we did not want to recruit
a convenience sample, we gave up on that criterion. Inter-
views lasted between 20 and 60 minutes. We reached data
saturation in our analysis at the 15th participant, and end-
ed the recruitment at that stage. The following sections de-
scribe the main results of our analysis. Numbers of occur-
rences should be understood to indicate salience within the
dataset rather than representative frequency.

Figure 1: Examples of code hierarchy.

4" order code 3" order code 2" order code 1% order code

Respect for the
wishes of the
Respect for the deceased (eligible [
wishes of the donor)

donor

Relatives who do not follow
the will of the deceased
knowingly through lies are
showing disrespect

Requirements
for a good
system

Respect for the Itis important to guarantee
wishes of citizens — the liberty to change one's
(potential donors) decision

Respect for the
relatives

Impact of organ If organs are taken despite
donation on (— relatives' refusal, such a
relatives situation is difficult for the
relatives
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Requirements for a good system

The first of three broad topics addressed by participants in-
cluded all sorts of values, conditions, information and pro-
cedures that they considered as important for designing an
acceptable and sustainable policy regulating organ dona-
tion. By far the most frequently mentioned issues referred
to the notion of respect: first, respect for the deceased per-
son’s wishes during their lifetime, and second, respect for
the point of view of the grieving relatives. In addition, par-
ticipants pointed out the importance of other moral values
and optimisation criteria. Finally, they made their own pro-

posals.

Respect for the donors’ wishes

Most participants (n participants = 7; n occurrences = 31)
explicitly stated that a good legislative system needs to re-
spect donors’ wishes. Citizens should be able to express
their wish during their lifetime and this wish should be fol-
lowed. Some participants stated further that the deceased
wish should be fulfilled even if it contradicts the relatives’

opinion.

“I think that [if I knew that this was his decision] I would
be sure that I have respected his will, and this would be a
way to honour him (...) but I would feel bad (...) guilty if [
decided against his choice.” (Participant 1)

More fundamentally, what seemed important to many par-
ticipants was citizens' liberty to decide (n participants
= 7; n occurrences = 12). Some mentioned the importance
of being allowed to change one's decision, and others men-
tioned that we should have the right not to express a choice

on the matter.

Table 1:
Participant characteristics.

Characteristics

Participants

Age (median / range)

38/18-79

Gender (nb)

— Women

— Men

Level of education (nb)

— High school

— Professional school

— Bachelor

— Master

oO|d|H|=

Children (nb)

— With

— Without

Political views (nb)

— Right-wing

— Centre

N

— Left-wing

~

Religious beliefs (nb)

— Catholic

— Protestant

—Jew

— Non-believer

| = |N|>

Personal experience with organ donation (nb)

—Yes

—No

10

Respect for the relatives

All participants found it particularly relevant to discuss
the extent to which relatives need to be respected (n par-
ticipants = 15; n occurrences = 96). Compared with the re-
spect for wishes of the deceased, which was unanimously
evaluated as important to follow, we found more nuanced
views related to relatives. Some participants highlighted
the importance of considering the relatives’ view whereas
others feared the risk that relatives have too much power
and may decide against the deceased's wishes.

“Now, about the consent of the family, I think that it is pret-
ty good, because they are the survivors, and they have to
be comfortable with that too” (Participant 6)

“The positive side (...) [of this policy] is precisely that we
ask to the relatives what was the point of view of the de-
ceased and that is really good, well, now the relatives, the
problem with the relatives (...) if the relatives did not share
the deceased views or other, they may lie” (Participant 1)

Thus, it seems that relatives’ view needs to be respected
primarily in virtue of the fact that they are the best infor-
mants about the deceased's wishes. Participants’ worries
about the risk of misinterpretation or lying makes it clear
that relatives’ power of decision should not override that of
the deceased. In addition, some participants mentioned that
a good system should alleviate the suffering of the griev-
ing relatives when they have to make decisions, which are
particularly difficult to make when the deceased have not
expressed a clear opinion during their lifetime. These par-
ticipants considered that a legislative system that encour-
ages citizens to express their wishes would relieve the fam-
ily and the medical team.

Other moral statements

Participants made additional moral statements while as-
sessing the different organ donation policies. One recurrent
pattern of thought (n participants = 10; n occurrences
=21) was that it is a great good to dispose of more organs,
and therefore, an organ donation policy should actively
promote donation. Thus, organ donation should be a topic
of discussion and become a social norm. Some partici-
pants, however, imposed limits to the promotion of organ
donation: physicians should make sure not to abuse of their
role as authority figure; it should be possible to keep our
decision over organ donation confidential; it is important
to actively search for the deceased’s will; if there is a tran-
sition from one policy to another, it should be enforced
smoothly, etc.

Optimisation of administrative procedures

Many participants (n participants = 8; n occurrences = 18)
pointed out that in order to avoid organ loss, it is important
to optimise the administrative procedures. Some stated that
a good system should not be administratively burdensome
as is the case with the current opt-in system, which re-
quires one to actively express one’s wishes on the national
register.

“In my view, either we have a strong conviction which mo-
tivates us to initiate this procedure [i.e. to express one's
wish on the organ donation register] or, because we forget,
or because we have not been exposed to a situation of this
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sort, we do not necessarily initiate the procedure.” (Par-

ticipant 2)

Other pointed out that in the Swiss opt-in system, it is
a good idea to systematically ask relatives’ opinion be-
cause they may accept donation even though the deceased
has not expressed her or his wishes. Other participants ex-
pressed the idea that the mandated choice system is an ef-
fective administrative procedure since all that is left to do
is to follow the deceased's explicit directives. Participants
also stated that effectiveness should not come at the cost of
respect of individuals’ choices: thus, administrative proce-
dures should remain flexible and allow people to take time
to think over it and to easily change their view.

“The decision would be better reflected if the person had
more time (...) That would allow the person to say ‘I don't
know, I wait for the next year or two’ (...) In the meantime,
what happened, maybe I changed my mind or maybe now
I'm ready to say no. And that may allow us to make deci-
sions that better meet the person's consent in the event of

her death.” (Participant 7)

Proposals for a good system

In a proactive mood, participants made a variety of sugges-
tions (n occurrences=18): we could take inspiration on oth-
er countries, we could seek the opinion (and experience)
of grieving families that have a story of organ donation,
we could ask the question of organ donation every 5 years
at the national level, we could advise primary care physi-
cians to add the question to the routine annual check-up,
we could make children express their opinion, etc. Sever-
al participants favoured even more extreme forms of organ
legislation: make organ donation a mandate, or enforce a
hard opt-out system in which relatives are not consulted.

Difficulties and reasons to doubt a system

The second broad topic of discussion is a counterpart to
the previous one. Participants expressed a series of con-
cerns that provide reasons to doubt the adequacy of given
organ donation policies: they were mostly concerned with
the risk of failing to respect the deceased wishes, of being
too intrusive, of failing to motivate citizens to express their
preferences, of failing to provide needed organs. Interest-
ingly, some of these concerns cut across all different poli-
cies that were evaluated. By the end of the interviews,
many participants recognised that no system is perfect and
were in doubt about which one should be promoted.

Risk of failing to respect the deceased's wishes

Most participants (n participants = 13; n occurrences = 25)
expressed their concern that the deceased's wishes may not
be fulfilled or respected. This can happen if the relatives
have no idea about the deceased's preferences and finally
make a decision that does not match what she or he would
have expressed while alive. For instance, when criticising
the opt-in system, on participant noted:

“I think there would be more ‘no’ than ‘yes’ even if the
person wanted [to give his organs], and you don't really
know if the person wanted or not, maybe you say no to re-

spect this person.” (Participant 5)

Similarly, when criticising the opt-out system, another par-
ticipant noted:

“Well there is another negative point, negative I don't
know but again if there is no real obligation [to register],
this means that if we do nothing we are donors, but maybe
there are people that are not willing to give their organs,
but they won't go register by themselves as non-donors.”
(Participant 13)

Similarly, when criticising the mandated choice option, a
participant noted that those who answer “no” to the ques-
tion, “do you agree to be an organ donor?” may do so
because they have not yet made a decision on the matter
rather than because they are against donating:

“For me it's logical that the person should say no, while
waiting to form their opinion (...) If the person suddenly
dies, for example, then her answer is interpreted as ‘I don't
want to be an organ donor’, although it is not necessarily
the case.” (Participant 2)

Some participants feared that if relatives have too much
decision power, they may be tempted to deceive and
refuse donation despite knowing that the deceased wanted
to be a donor.

“Absolutely, because easily, I am for example against or-
gan donation, and one of my relatives says he wants to give
his organs. Ok I hear you, we have a discussion and we
agree to nothing. This relative dies and the doctor comes to
me to ask. Easily I could say ‘no, don t take his organs’ be-
cause it is my position, and not that of my relative.” (Par-
ticipant 15)

Risk of being too intrusive

Some participants also highlighted the possibility that too
constraining policies may endanger (or be considered as
endangering) citizens' rights and liberties (n occurrences
= 18). For instance, some participants pointed out that the
mandated choice policy may be considered as intrusive,
even if it is an efficient policy in other respects: some peo-
ple may not want to decide or have to think about it. Some
participants also evaluated the strong opt-out policy as pos-
sibly too restrictive from the relatives’ point of view.

“If the doctors do not have the deceased's view and tell the
family that they will take the organs, I think that this way
of proceeding is too direct. We should still ask the family.
Do you accept that we take the organs?” (Part icipant14)

Even the soft opt-out policy generated occasional con-
cerns. One participant, for instance, feared that relatives’
right to be consulted will be less respected under that sys-
tem:

“I don't know, I try to put myself in the mind of the person
who is in shock. (...) I know and I'm sure that it [the dis-
cussion about taking the organs] takes place in conditions
of respect for the person who is confronted to the situation,
and respect for the family, but with a law like that [opt-out
system], my fear would be that yes, we will ask, but we will
act quickly.” (Participant 8)

Difficulty with providing the needed organs

Participants showed a great interest in promoting organ
donation. They provided many arguments in favour of it
(n participants = 11; n occurrences = 30) : it saves lives,
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gives organs a second life, etc. They tried to identify what
would contribute to promoting organ donation. Based on
the assumption that organ donation should be promoted,
they evaluated the different policies. From this point of
view, many participants recognised the limits of the exist-
ing opt-in system; when relatives are predominantly inte-
grated in the decision process, there is the risk that they end
up refusing donation. In contrast, many participants con-
sidered the opt-out system as an interesting way to facil-
itate donation (n participants = 9; n occurrences = 16). Al-
leviating the burden of expressing a view makes it easier
for relatives to accept donation: if the deceased has not reg-
istered as a non-donor, it is a good sign that he or she was
not fundamentally against donation.

“[The soft opt-out system] has a small added value, a
slightly more positive aspect, it can lead, when we are in
doubt [about the deceased position], (...) even without dis-
cussion, to say that if he did not take the administrative
step, then he agreed [to donate]. When in doubt we [the
family] say yes.” (Participant 2)

Some participants mentioned that we need a system that
promotes the expression of people’s wishes during their
lifetime. From this point of view, the mandated choice was
considered as a good option: increasing knowledge about
people’s wishes helps to speed up the organ donation pro-
cedures when death occurs and increases relatives’ accep-
tance of the donation.

Difficulty with promoting decision-making

Most participants discussed the difficulty of promoting de-
cision-making (n participants = 10; n occurrences = 77) .
Many mentioned that not enough citizens express their
preferences regarding organ donation, either in writing or
orally (n occurrences = 7). In light of this statement, the
current opt-in system was judged as insufficient (n oc-
currences = 8). Some participants pointed out that citizens
may not be adequately informed about the existing organ
shortage, about what it means to wait on a list in the daily
expectation of receiving an organ. Participants expressed
the need for more awareness-raising measures. They ac-
tively explored what factors might help to promote open
discussions and explicit decision-making. Some expressed
the view that the opt-out system and the mandated choice
system may motivate or even force people to think over
their preferences. Some went so far as to state that in
order to promote decision-making, the mandated choice
system should not allow postponing one's decision (by al-
lowing for a response of the sort “I will think about it and
will respond at a later time”). Interestingly, however, many
factors mentioned as decision-making enhancers were not
linked to the choice of a particular legal system: choice
about organ donation should become a matter of culture
and education, shared personal experiences of organ short-
age (either as a patient or as a healthcare professional)
may impact on decision-making, the national register fa-
cilitates decision-making because it allows for recording
ones’ choice in complete confidentiality.

“He may want to donate but not feel at ease to mention
it within his family. It [the national register] would allow
these individuals to express their wish nevertheless and
make it clear enough. Thereafter, the family is freed a little

Swiss Med WKkly. 2021;151:w30037

bit from the choice to make [on behalf of the deceased
loved one].” (Participant 10)

No system is perfect

Most participants expressed their uncertainty about which
is the most appropriate system, how to choose between
them, and how to address some difficulties that cut across
all systems (n participants = 11; n occurrences = 31). Some
wondered whether the reason for the shortage of organs
lies in relatives’ refusal. Other wondered whether a pos-
sible short-term positive effect may be obtained thanks to
public discussions about the vote, but that effect may not
last in the long run.

Participants often highlighted the fact that whatever system
is enforced, one or another difficulty will remain. This is
due to the fact that the road from death to transplantation is
long and complex. It is also due to the lack of discussions
within families, which should be stimulated with relevant
public information. Moreover, participants also highlight-
ed the fact that there is such a diversity of circumstances
related to organ donation that no system seems optimal for
all situations.

“Well, its true that these issues are very difficult. In fact, 1
think that we will never reach a perfect system. In fact, we
will approach but never reach an optimal. I think that we
simply have to accept it.”” (Participant 7)

Personal attitude regarding donation

While reflecting about the relevance of various legislative
systems, participants showed a strong interest in the vari-
ety of individual attitudes (their own or others) regarding
donation. They imagined possible reasons for refusing do-
nation, considered how representations of the body and
death may vary between individuals, discussed contextual
factors that may affect individual decisions, and reflected
on the fact that people may not have a clear view on their
preferences.

Reasons for refusing donation

Participants showed great interest in attempting to explain
why one may refuse organ donation (n participants
= 14; n occurrences = 30). As explanatory factors, they
mentioned religious beliefs, or burial customs, the fact that
it is not a favourable time to ask for donation while the
family is mourning, beliefs that the organs are not of good
enough quality for transplantation, or strong negative emo-
tional reactions to the prospect of a loved one’s body being
dissected.

“It is hard for them [the family members] to make that de-
cision and to imagine that we are going to skin the de-
ceased in order to give him to others.” (Participant 11)

Representations of the body and death

Participants addressed the topic of the body. Whereas some
people find it important to preserve the integrity of the hu-
man body, others considered organ donation as a helpful
form of reviving or even recycling.

“I still perceive the human as a machine, even if it's a very
sophisticated machine, it is made of spare parts. Well, per-
sonally, If one day, I am no longer here, if my spare parts
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can be useful to someone, I don't need them any more.”
(Participant 4)

Participants also reflected on the necessity to differentiate
between different organs, some of which (e.g., cornea) are
more difficult to donate. Finally, some mentioned that it
might be difficult for relatives to accept the irreversibility
of the death diagnosis.

Impact of the context of the decision

Participants pointed out a great variety of external factors
that may affect individual decisions to donate (n occur-
rences = 30): the tone of speech used by physicians while
making the request, the timing of the request within the
mourning process, the fact that the law facilitates the
choice to donate (related to the opt-out system), or reverse-
ly, the counterproductive tensions generated when physi-
cians need to follow the law against the views of the fami-
ly.

Some participants thoughts that younger people might not
be prepared to make a decision on such an important matter
whereas others found it appropriate to address the issue be-
cause it helps to reach a higher level of maturity.

“A young person, who thinks she is eternal at her age, will
she ask herself questions like these ? These are existential
questions. At 20, will we say yeah, if something happens to
me I don't want to, or yes, I would agree? I've never heard
a young person talk like that.” (Participant §)

Some participants mentioned that the mandated choice sys-
tem should allow the possibility to delay the decision to
donate or not.

People may not have a clear view on their preferences

Of the 15 participants interviewed, at the end of the inter-
view, 14 stated that they wanted to give their organs and
one was not ready for it although she was favourable to or-
gan donation. Interestingly, however, the interview seemed
to help them make their decision. While pondering, many
participants noted that it is a complex issue.

“In the course of our lives we don't necessarily think about
it [organ donation], (...) of course we all have a sense that
we're going to die one day and all that, but maybe we don't
necessarily think about what will happen to our organs or
all those things. In any case, I personally hadn't thought
about it.” (Participant 1)

Participants also expressed the fact that there are many rea-
sons for not speaking out, including forgetfulness, lack of
time, lack of interest, or even laziness. Many mentioned
the need to feel concerned about the situation in order to
take the time to reflect on it.

Discussion

Three broad topics of discussion emerged from our code
grouping analysis: participants expressed requirements
that a good system of organ donation should fulfil, they
discussed the difficulties and reasons to cast doubt about
the adequacy or efficiency of any system, and they paid
particular attention to personal attitudes regarding dona-
tion. A more fine-grained description of the subtopics al-
lows identification of a series of major assumptions, wor-
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ries, and values that cut across these three broad topics. In
what follows, we highlight these elements.

Our participants strongly endorsed organ donation, and
were concerned by the current organ shortage. They eval-
uated the current situation as not efficient enough, notably
due to a lack of information, administrative burden, and
lack of advanced directives, which increases the probabil-
ity that families refuse the donation. They wished for im-
provements and actively tried to think of useful measures
that could help increase organ donation.

All agreed that an effective legal framework should con-
tribute to reducing organ shortage, but not by any means.
Other values and worries need to be considered. Two con-
nected moral values played a prominent role in partici-
pants’ reasoning: respect and liberty of decision. These
values were by far the most frequently mentioned and were
at the centre of participants’ evaluations of the various or-
gan donation policies, both when they discussed the re-
quirements for a good system and the difficulties and rea-
sons to doubt about a system.

More specifically, along with medical ethics principles [12,
13], all participants valued respect for the deceased's wish-
es: it is important to seek advanced directives, ask relatives
about the deceased’s presumed will, and make final deci-
sions according to that will. Participants also evaluated the
value of policies according to the extent to which they pro-
mote citizens’ lifetime thought, decision and expression of
their preferences regarding organ donation.

Further, what seemed important to many participants was
citizens’ liberty to decide. Thus, although advocating ac-
tive promotion of decision-making, many participants ex-
pressed worries about too intrusive measures, which would
endanger citizens’ right to postpone their decision, to make
no decision, or to change their mind. Participants paid par-
ticular attention to the acceptable level of pressure that can
be imposed on citizens, and to the easiness and flexibility
of administrative procedures designed to record advanced
directives.

The roles and the rights of relatives were important themes
of discussion. Participants identified relatives as the tragic
survivors who have a right to give their opinion, who
may not share the deceased’s view, and who may have
to make a choice under uncertainty about the deceased’s
wishes (which is both distressing and conducive to re-
fusal). These conflicting inputs generated divergent wor-
ries and opinions among participants. Overall, they thought
that a good policy should optimise the information about
the deceased's wishes, thereby alleviating the difficulty and
psychological burden of making the final decision. Some
participants pointed out that the soft opt-out system could
alleviate families' burden of decision or optimise the de-
cision-making process. Some participants were concerned
about the possibility that relatives, despite being the best
informants about the deceased's wishes, may decide to
override them and refuse donation. Opinions diverged on
the relevance of consulting relatives when the deceased
had formally expressed their decision, or if an opt-out sys-
tem is enforced.

Our analysis also shows a very interesting feature of par-
ticipants’ way of thinking: they focused very much on “in-
dividuals”: their rights, and the reasons why they accept
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or refuse to donate. This focus not only emerged from our
analysis as a third broad topic of discussion. It was also
overwhelmingly present across discussions over what is a
good system (e.g., it is important to motivate individual cit-
izens to express their preferences during their lifetime) or
what difficulties could impede or discredit a system (e.g.,
intrusive measures may constrain individual liberty to de-
cide). Topics linked to justice, equity, or equal distribu-
tion of goods were only marginally present in participants’
lines of thought.

Less often, participants pointed out further difficulties rel-
evant to deciding on organ donation policies: notably, they
worried about respect for the integrity of the human body,
and about the tensions generated if physicians need to fol-
low the law against the view of the family.

Most participants evaluated the current opt-in policy as
suboptimal, but many also recognised that there is such a
diversity of situations related to organ donation that no sys-
tem is perfect. Many were thus in doubt whether the opt-
in or the soft opt-out policy should be promoted. The hard
opt-out policy was generally evaluated as very intrusive. In
accordance with other studies [14], most participants en-
dorsed the additional mandated choice model because it is
a direct response to one of their main concerns: the lack of
advanced directives on organ donation. However, even re-
garding this model, they expressed worries regarding the
possibility that it might be enforced in a way that would re-
strict individual liberties.

Participants spent a great deal of time discussing factors
that are not tied to a given organ donation policy, which
shows that a choice of legislation cannot resolve all dif-
ficulties. Notably, they elaborated on the need for more
awareness-raising measures, for providing more informa-
tion to citizens, for promoting discussion in society and in
the educational system, on the fact that primary care physi-
cians could ask the organ donation question during routine
check-ups, on the importance of facilitating administrative
procedures, on the timing of the request to the family when
a deceased is identified as eligible, etc.

Our study has several limitations. Firstly, we only recruited
within the French-speaking Geneva population. It may be
the case that German- or Italian-speaking citizens show
different patterns of concerns. Moreover, our sample did
not include participants who were strongly opposed to or-
gan donation. Since less than 10% of Swiss citizens are op-
posed to organ donation [2] (despite the high refusal rate
by families [3]), it is not a surprise that we failed to recruit
a representative member of this minority group. Neverthe-
less, it important to keep in mind that our results are on-
ly applicable to a population favourable to organ donation.
Citizens opposed to organ donation may have raised more
issues than those reported in this article. Finally, as with
all qualitative research, occurrences signify salience rather
than frequency and should not be generalised as quantita-
tively representative.
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Appendix 1: Table of codes

Table S1:
Table of codes
Number of occur- |Second order codes Third order codes Fourth order code
rences
19 Respect for the wishes of the deceased (eligible donor) Respect for the wishes of the donor Requirements for a good system
12 Respect for the wishes of citizens (potential donors) “ “
15 Impact of organ donation on relatives Respect for the relatives “
63 Role or relatives “ “
4 Relatives play an important and positive decision role in the current or- | "
gan donation policy
14 The strong opt-out restricts relatives’ decision power “ “
21 Moral statement in favour of organ donation Other moral statements “
75 Moral statement on the process of donation “ “
2 Mandated choice's efficacy in administrative procedures Optimisation of administrative procedures “
5 Administrative ease of the opt-out system “ “
5 Current opt-in system is problematic from an administrative point of view | “ “
6 Adding administrative procedures to the mandated choice system re- “ “
duces its efficacy
1 Active choice is better than passive choice Proposals for a good system “
2 Proposals for alternative systems “
3 Advices for how to put a system into practice “ “
2 Proposals for decision aids “ “
13 Relatives may ignor the wishes of the deceased Risk of failing to respect the wishes of the Difficulties and reasons to reject
deceased a system
1 The opt-out system may go against the wish of the deceased “ "
1" Lack of respect of the wishes of the deceased “ "
9 Strong opt-out system: weight of law at cost of the wishes of individuals | Risk of being too intrusive "
It's a problem to force reflection on the question “ “
6 Statements that a system is intrusive “ “
30 Arguments in favour of organ donation Difficulty to provide the needed organs “
" Factors that help promote donation " "
4 Why a relative accepts donation " "
8 Current opt-in system does not sufficiently promote donation " "
16 Opt-out system facilitates donation " "
7 Lack of knowledge of the wishes of the deceased Difficulty to promote decision-making "
9 Need of awareness-raising measures " “
19 Factors that help knowing the deceased's wishes " “
9 3rd option of mandated choice shouldn't be there " “
14 Mandated choice makes the decision more easy " "
4 Opt-out system help knowing people's preferences " “
5 Explanation of factors that impact on the decision " "
10 Explanation of own choice to give or not " "
27 Persisting difficulties No system is perfect “
4 Uncertainty facing organ policies " “
6 Uncertainty People may not have a clear view on their | Personal attitude regarding dona-
preferences tion
34 Explanation for why people do not decide " “
3 Participant's uncertainty about his/her own point of view " “
1" Point of view on the human body Participants' representations of the body “
and death
2 Point of view on the diagnosis of death " *
13 3rd option of mandated choice is important Impact of the context of the decision “
4 The role of the physician " “
3 Maturity gained with age " “
10 Impact of young age " “
14 Reasons for relatives to refuse donation of their loved one's organs Reasons for refusing donation “
16 Reasons against donation " “
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Appendix 2

Guide d’entretien

Domaine

Questions

Perception des
participants par
rapport au systeme
suisse de dons
d’organes

Situation 1 : Systéme suisse actuel

Mise en situation : Toute personne est libre de formuler ses choix
quant au don d’organes de son vivant (avec une carte de donneur,
s’inscrire sur le registre national des donneurs, en parler avec les
proches). Si elle ne le fait pas, dans le cas ou elle venait a décéder et
serait eligible pour un don d’organes, les médecins demandent aux
proches du défunt s’ils consentent au don de ses organes.

- Quels sont d’aprés vous les aspects positifs d’un tel systeme ?

- Quels sont d’apres vous les aspects négatifs d’un tel systéme ?

- Est-ce que vous pensez que somme toute, c’est un bon
systeme ?

- Siunde vos proches devait décéder aujourd’hui, quelle décision
prendriez-vous s’il ne s’était pas inscrit sur le registre et que
VOUS ne connaissez pas sa position face au don ?

- Ets’il avait fait connaitre son choix, le suivriez-vous si les
médecins vous demandaient votre consentement ?

Perception des
participants par
rapport a deux
applications
possibles du systéeme
de consentement
présumeé qui
pourraient résulter
de I’acceptation par
le peuple de
I’initiative « Sauver
des vies en favorisant
le don d’organes »

Situation 2 : Consentement présumé

=>» Actuellement, une initiative populaire a rassemblé le nombre
de signatures nécessaires pour proposer un changement de
législation.

= Art. 1193, al.4 : « Le don d’organes, de tissus et de cellules
d’une personne décédée, dans le but d’une transplantation, est
basé sur le principe du consentement présumé de la personne
a moins que celle-ci ait fait connaitre, de son vivant, son
refus. »

=> Entre le texte et I’application, il y a une marge de manceuvre.
Si le texte est accepté en votation, voici deux scénarios
possibles pour la mise en place concréte.

Mise en situation reelle - Version 1 : Contrairement au systéme
actuel, toute personne est présumée consentante au don d’organe, a
moins qu’elle ne s’inscrive sur la liste des non-donneurs de son
vivant. Toutefois, & I’hopital les médecins consultent toujours les
proches du défunt : « VVotre proche n’était pas inscrit sur la liste des
non-donneurs, étes-vous d’accord que nous assumions qu’il désirait
étre donneur comme le prévois la loi et que nous prélevions ses
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organes ? » ; si la réponse est oui ils procédent au prélévement, si les
proches sont contre ils ne prélévent pas les organes.

Questions :

- Quels sont d’apres vous les aspects positifs d’un tel systeme ?

- Quels sont d’apres vous les aspects négatifs d’un tel systéme ?

- Est-ce que vous pensez que somme toute, c’est un bon
systeme ?

- Avec un tel systéme, imaginez qu’un de vos proches est décédé
et qu’il n’est pas inscrit sur le registre des non-donneurs. Vous
ne connaissez pas sa position face au don. Les médecins vous
demandent votre accord pour prélever ses organes, comment
réagissez-vous ?

Version 2 : De méme que dans la Version 1, toute personne est
présumée consentante au don d’organe, a moins qu’elle ne s’inscrive
sur la liste des non-donneurs de son vivant. A I’hopital aussi, les
médecins consultent toujours les proches du défunt. La différence est
que le médecin pose la question en deux temps.

Temps 1 : « Est-ce que votre proche s’était explicitement exprimé
durant son vivant, lors d’une conversation avec vous, au sujet du don
d’organes et de sa position par rapport a cela ? »

Temps 2 :

- Si la réponse était oui, le médecin demande encore : « Quelle
était sa prise de position ? » - Le médecin suit cette prise de
position.

- Si la réponse était non, le médecin informe : « Dans ce cas, nous
allons procéder a un prélévement d’organe en suivant les
dispositions légales en vigueur en Suisse ».

Questions :

- Quels sont d’aprés vous les aspects positifs d’un tel systeme ?

- Quels sont d’apres vous les aspects négatifs d’un tel systéme ?

- Est-ce que vous pensez que somme toute, c’est un bon
systeme ?

- Avec un tel systéme, imaginez qu’un de vos proches est décédé
et qu’il n’est pas inscrit sur le registre des non-donneurs. VVous
ne connaissez pas sa position face au don. Les médecins vous
indiquent qu’ils vont suivre les dispositions Iégales en vigueur et
procéder au prélevement. Comment réagiriez-vous ?
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Situation 3 : Contre-
projet possible

Voici encore une alternative qui est pratiquée dans certains pays et en
discussion dans d’autres.

Mise en situation : Lors du renouvellement du permis de conduire ou
de la carte d’assure, on propose la question « VVoulez-vous faire partie
de la liste de donneurs d’organes ? » avec comme réponses possibles
« Oui », « Non », ou « Je dois y penser et répondrai une autre fois ».

- Quels sont d’aprés vous les aspects positifs d’un tel systeme ?
- Quels sont d’apres vous les aspects négatifs d’un tel systéme ?
- Est-ce que vous pensez que somme toute, c’est un bon
systeme ?
- Si ce modeéle était appliqué en Suisse, comment réagiriez-
vous lorsque qu’on vous demande de vous prononcer ?
- Etsi les seuls choix possibles étaient seulement « Oui » et
« Non », qu’en pensez-vous ?

Questions autour du
don afin d’imaginer
des liens possibles
entre les réponses
aux questions
précédentes et le
vécu de la personne

- Etes-vous en faveur du don d’organe ?

- Etes-vous disposé & donner vos organes ?

- Avez-vous une carte de donneur sur vous ?

- Avez-vous fait part de votre décision a vos proches ?

- Connaissez-vous le choix de vos proches (enfants, conjoint,
amis tres proches) ?

- Pensez-vous que votre religion est favorable au don d’organes ?

Questions
supplémentaires
pour assurer la
variabilité de
I’échantillon des
participants

- Sexe

- Age

- Avez-vous un ou des enfants ? Si oui, sont-ils a charge ?

- Qu’est-ce que vous avez fait comme formation ?

- Quelles sont vos croyances religieuses ?

- Quel est votre parti politique de prédilection ?

- Avez-vous un proche inscrit sur liste d’attente pour un
organe ou un proche transplanté par le passé ?
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