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to orient future interventions and raise awareness.

Design: Qualitative research with focus groups.

Methods: A total of 38 focus groups involving 353 partici-
pants including the general population (young adults: 18—39,
mature adults: 40—70), local and hospital health profession-
als, critical area health professionals (emergency room and
intensive care), registry office employees and opinion lead-
ers, were conducted in six regions from different parts of
Italy between June and November 2021. Thematic analysis
was conducted with the use of Atlas.ti9.

Results: Five overarching themes were identified: dilem-
mas regarding donation, resistance to donation, facilitators
of donation, difficulties in terms of will expression and
proposals to encourage will expression. Possible facilita-
tors were having personal and professional experiences with
organ donation, feeling useful for society, having reliable in-
formation and trust in the health care system. Potential bar-
riers to donation were doubts and fears about brain death,
bodily integrity concerns, religious beliefs, misinformation
and distrust in the health care system.

Conclusions: These results highlighted the significance
of a bottom-up perspective with regard to identifying the
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personal perceptions and beliefs with regard to donation,
underlining the urgency of creating tailored interventions
to sensitize different groups of the population in terms of
promoting an informed choice and a culture of donation.

KEYWORDS

focus group, health psychology, organ donation, perception, qualitative
research, transplantation

What is already known on this subject?

* Increasing the number of potential organ donors is among the primary goals of the National
Healthcare Systems.

* Doubts, fears, false beliefs and misinformation about organ donation could limit citizens'
consent to donate.

* A positive attitude towards organ donation does not necessarily results in the registration of
consent to donate.

What does this study add?

* Updated and comprehensive knowledge with regard to perceptions of post-mortem organ
donation and consent to donate in Italy.

* The additional inclusion of novel and specific groups of population (opinion leaders and
registry office employees).

* Suggestions for person-centred interventions to encourage informed consent to donate.

INTRODUCTION

Organ donation can be defined as an intentional, conscious, free and anonymous act that is essential
for organ transplantation, the elected medical treatment to cure patients facing severe chronic or acute
organ failure (Linden, 2009). There is a wide variation between countries in terms of rates of consent
to donate and transplantation; as well as in the legal systems that define the modalities and laws to
regulate this process. Two systems are the most commonly used to regulate organ donation. The first is
opt-in, defined as an ‘explicit consent’ system which requires all residents in a specific country to express
their intention to donate their organs post-mortem to proceed to the donation (examples of countries
adopting this system are the Netherlands, Germany and Ireland). The second system, opr-out, is defined
as the ‘assumed consent’ system. This requires all residents of a specific country to express only their
opposition to post-mortem organ donation, assuming that every citizen is a donor unless they explic-
itly express their opposition (examples of countries adopting this system are Spain, Austria, Sweden,
Belgium; Poland and Portugal; Etheredge, 2021).

To date in Italy, the law regulating organ donation (Law 91 of 1999) is based on tacit consent but has
met many difficulties in its actuation. In practice, to become a donor, it is necessary to explicitly express
your intention to donate. If the person has not expressed such an intention, the closest relatives or exec-
utor must report a person's will about the organ donation in the event of his or her death. Looking at the
statistics of consent to donate while renewing their identity card in 2022 in Italy, 44.7% of the population
had not expressed their will to donate, and of those who had expressed their will, 68.2% gave their con-
sent, and 31.8% were opposed (Sistema Informativo Trapianti, 2021). To date, more than 8000 people in
Italy are on a waiting list to receive organ transplantation (Centro Nazionale Trapianti, 2022).
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POST-MORTEM DONATION AND WILL EXPRESSION | 3

From a psychological point of view, post-mortem organ donation represents a topic regarding which
the majority of the population reports a positive attitude (Boulware et al., 2002; Brug et al., 2007;
Moloney et al., 2019; Morgan et al., 2008; Rumsey et al., 2003), describing it as ‘the gift of life’ (Moloney
& Walker, 2002), as an ‘act of charity’ (Lauri, 2009) or as ‘continuing physical or spiritual survival after
death through one's organ recipient’ (Morgan et al., 2008). However, this positive attitude does not
necessarily result in an effective and registered expression of will (Brug et al., 2007; Moloney et al., 2019;
Morgan et al., 2008; Rumsey et al., 2003). Previous studies have analysed the factors associated with
consent to donate and have found that the quantity and quality of information that a person has with re-
gard to organ donation is not associated with the intention to become a donor (Brug et al., 2007; Morgan
et al., 2008). Fears and doubts can translate into resistance to donation. For example, many people
report concerns regarding their bodies when talking about organ donation; the fear of the body being
‘ruined’, and the desire to maintain the body intact after death (Lauri, 2009) are influential aspects in the
decision not to become a donor (Miller et al., 2020; O'Carroll et al., 2011; Shepherd & O'Carrol, 2014).
The more people are attached to their body's integrity, the less it is probable they express their will to do-
nate their organs after death (Morgan et al., 2008). In line with this, two studies (Lauri, 2009; Moloney
& Walker, 2002) have identified that many people report religious expectations and beliefs regarding
the importance of not compromising their body after death through organ donation. More specifi-
cally, religion and spirituality are inversely associated with the willingness to become donors (Boulware
et al., 2002). Interestingly, these data are in contrast to the position of most religious institutions that, at
the present time, have explicitly supported donating or receiving an organ (Bruzzone, 2008).

Fear of death and connected doubts can negatively influence consent to donate, or orient the individ-
ual to the decision to oppose donation, for example doubting that a deceased person is actually deceased,
hoping that it might awaken 1 day, lacking information and/or having misleading ideas regarding brain
death, a lack of trust in the health care system (‘doctors can be wrong’) and magical thinking (e.g., ‘mir-
acles can always happen!’) (Anker & Feeley, 2010; Moloney & Walker, 2002; Reynolds-Tylus et al., 2019;
Skowronski et al., 2020). Lack of trust in the healthcare system has been reported as an important factor
influencing the decision to donate (Feeley et al., 2014; Miller et al., 2020), fearing especially that health
care professionals might declare someone deceased inappropriately or prematurely, in order to extract
the organs (Lauri, 2009). When thinking of organ donation, people report fearing that their organs
could be given to a recipient not deserving/worthy of such a precious present (Miller et al., 2020).

Some studies (Conesa et al., 20006; Pugliese et al., 2001) have focused on the specific population of
health care workers, identifying their doubts, uncertainties and difficulties regarding organ donation,
more specifically reporting having to face difficulties when it comes to introducing the idea of organ
donation to relatives of the deceased, and in explaining brain death (Pugliese et al., 2001).

Factors that are positively associated with the intention to donate organs are being familiar with the
theme (Brug et al., 2007; Feeley et al., 2014), knowing a donor or a recipient (Alvaro et al., 2005; Rumsey
et al., 2003), perceiving the donation as an act to save someone's life (Hyde & White, 2010), having
a mechanistic vision of the body (Lauri, 2009), being open and involved in discussions on the topic
(Morgan et al., 2008), perceiving that organ donation can be a positive experience also for the donor
in terms of being proud of oneself and knowing that a part of one will be living even after one's death
(Cohen & Hoffner, 2012).

Departing from the current debate on the Italian regulations with regard to organ donation,
the varying regulations in European countries, and the many questions that are still open from the
previous literature, such as the comprehension of brain death, the transparency and fairness of the
organ allocation system, and the modality of consent to donate, the present research aims to explore,
in the Italian population, the perceptions, knowledge, fears and doubts regarding after-death organ
and tissue donation and consent to donate. This is the first study to involve different population
groups involved in the donation process, such as the individuals who are required to make a choice,
registry officers who are required to ask the question with regard to donation, health care workers
and opinion leaders who have a key role in the process of decision making. Obtaining knowledge
from different perspectives may allow us to develop a more complete picture of the situation. In
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4 | CIPOLLETTA ET AL

addition, the results of the present study might offer insights into the barriers to donation and the
facilitators which can be useful when it comes to planning innovative models of information and
awareness-raising for the professional components and the social stakeholders involved in organ do-
nation and transplantation processes, particularly in regions with a higher prevalence of opposition
and a lower prevalence of will declaration.

METHODS
Participants

The research involved a total of 353 participants with a mean age of 45.45 years (ranging from 18 to 77).
The participants' personal details are reported in Table 1. As regards their consent to donate, 178 par-
ticipants (50.4%) reported having expressed their will already, 169 (47.9%) did not and 6 (1.7%) did not
specify if they expressed their consent.

The participants in the population group were recruited departing from lists of names identified
by the Regional Transplant Centers with the cooperation of various local institutions, associations and
organizations and through word of mouth. Health care professionals and registry office employees
were contacted by their institutions. Opinion leaders were identified and contacted by the Regional
Transplant Centers among influential people (show people, politician, bishops, influencers) on the na-
tional territory. The participants were contacted by telephone or e-mail and received an invitation letter
and an informed agreement form with regard to participation and data processing. No incentive was
proposed. The researchers examined the composition of each group to verify, within a single group,
gender balance and to obtain the representativeness of different ages. Six/seven focus groups wete
conducted in each of six regions, each with a different group of participants and a mean number of 11
participants per group, in line with the suggested number of participants in a focus group discussion,
which is usually between 5 and 10 (Krueger, 2014) and with a slight variability between regions due to
differences in the acceptance rate to participate in the study. See Table 2 for group composition details.
Donors and organ recipients were excluded from the research to ensure that discussion in the focus
group was not influenced by the experiences of directly involved people.

The study was conducted in accordance with the Declaration of Helsinki and approved by the Ethics
Committee of the School of Psychology of the University of Padova (protocol no. 3749).

Data collection and analysis

Three researchers from the University of Padua conducted 38 focus groups between June and November
2021 in six Italian regions. Each meeting lasted approximately 90 min, in line with the suggested dura-
tion of a focus group discussion, which is between 1 and 2h (Krueger, 2014). Although flexible, the
discussion followed a common trace given by the interview guide, adapted for the different groups, as
reported in Appendix 1.

Each focus group was audio- and video-recorded with all the participants' informed consent and
subsequently transcribed verbatim. The same researchers conducted a thematic analysis of each
transcript (Braun & Clarke, 2006) with the aid of Atlas.ti 9. The detailed analysis process is reported
in Table 3.

RESULTS

Five overreaching themes were identified from the analysis of the focus groups' data as summarized
in Table 4, together with the related themes and subthemes. Quotations from some of the participants
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6 CIPOLLETTA ET AL.

TABLE 2  Groups' characteristics.

Groups' Participants' Region of
Group of belonging number number % origin n %
Local healthcare personnel 5 55 15.6 Tuscany 46 13.0
(LH)
Critical area healthcare 6 56 15.9 Abruzzo 47 13.3
personnel (CAH)
Young Adult population (YA) 6 55 15.6 Piedmont 78 22.1
Adult population (AP) 6 57 16.1 Campania 80 22.7
Opinion Leaders (OL) 4 27 7.6 Lombardy 47 13.3
Registry office employees (RO) 6 48 13.6 Puglia 55 15.6
Hospital healthcare personnel 5 55 15.6
(HH)
Total 38 353 100 353 100

TABLE 3 Details of the analysis process.

Two researchers read the focus groups' transcripts and familiarized themselves with the data
Two researchers independently identified preliminary codes and themes

Two researchers compared and discussed the preliminary codes and themes

A researcher codified all the material, starting from the agreed preliminary codes and themes

Another researcher reviewed the preliminary codes and themes

AP R

The two researchers discussed and refined codes and themes with a third researcher and agreed
on the final ones

7. The transcripts were read again to verify that the identified themes could be found in the data

8. Three researchers discussed the findings and themes and agreed on an interpretation of the data

are given in the text. Participants are identified with a code consisting of the number of the participant
within the group (e.g,, P1); letter M or I indicating the gender (Male, Female); the group to which they
belong (YA; AP; OL; LH; CAH; HH; RO as illustrated in Table 2); the group's region.

Dilemmas regarding donation

By analysing the meanings attributed to donation, researchers identified an overreaching theme describ-
ing several dilemmas which may play a role in deciding whether or not to donate organs.

The participants considered organ donation as a relevant dimension, but at the same time one that is
neglected in public discourse. Some participants explained the lack of attention to the topic by claiming
that organ donation is something you do not think about spontaneously, except when it touches you.
Organ and tissue donation was therefore described as ‘far from everyday life’ and featured by several as
a taboo subject. In fact, not only is it a neglected topic, but it is a topic people do not want to talk about
because it is associated with uncomfortable images such as death, pain, and body disintegration. In re-
sponse to this, some participants underlined the need for making organ donation an everyday discourse.

Participants often spoke about donation in association with life or death. Several participants argued
that consent to donate on organ donation often implies a reflection on one's death, and many consider
death as a taboo subject. In contrast, for others, donating can give meaning and relief to grief, as it is
intrinsically linked to the life of someone else (the recipient). For many, donating is connected as much
as to life and rebirth as it is to death and loss.
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POST-MORTEM DONATION AND WILL EXPRESSION

TABLE 4 Overarching themes, themes and subthemes.

Overarching themes Themes

Dilemmas regarding donation The importance of donation vs.
donation as an ‘unpopular’
theme

Donation as death vs. donation
as life

Expecting something in return vs.

donating for a greater good

Guaranteeing self-determination
vs. being forced

Not looking like a bad person vs.
choosing what's best for me

To know the identity of the donor
and the recipient

Expressing yourself in life vs.
leaving the choice to family
members

Resistance to donation The riddle of death

The integrity of the body

Ignorance and false beliefs

The lack of trust in the system

The culture of the “We are not
ready yet’

The identification of groups of
resistance

Subthemes

Donation as an essential thing

There is an organ shortage

It's not talked about

You don't think about it until it touches you
Donation as taboo

It should become something to talk about
everyday

The fear of facing death

An act that gives meaning and relief to the
loss

Continue to live in someone else
How to combine death and life?
Opposing as an act of selfishness

If you don't give, you don't receive
Act of unconditional love

Act of civil and social responsibility
Freedom of choice

Respect my will, that of the family member,
and the deceased

A private and complex choice
Fear of making a negative impression
Making excuses

To know or not to know who the donors
arer

Do the recipients deserve the organ?
The weight of responsibility
Adding another pain

Brain death: this unknown

Am I really dead?

Fear of wasting the body

Ensure the integrity of the body

How does the donation work?

Where do my organs go?

False myths

They take you off of life support
Political and economic interests

‘Out of Date’ Religious Beliefs

Saying yes brings you ‘bad luck’

Young people are more likely to donate
Older people are less likely to donate
The older you get, the greater the approvals

The middle age group is less likely to donate

(Continues)
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TABLE 4 (Continued)

Overarching themes

Facilitators of donation

Difficulties in consent to donate

Proposals to encourage consent
to donate

Themes

Experience and familiarity with
the topic

The culture of the ‘critical sense’

Personal motivation

Modalities of consent to donate

Lack of information

Difficulties regarding
communication

Greater information at a local level

Sources of information

Locations/methods of consent to
donate

Subthemes

Having direct experiences
Professional experiences

Indirect personal experiences (TV series,
movies, theatre)

Trust in health care personnel and the
donation process

‘Faith and science can coexist’

An “atheistic’ vision of the body
Emergency makes you proactive
The need for an incentive

Little time and wrong place

The unpreparedness of registry staff
Accessibility of information

Little clarity with regard to the bureaucratic
and legislative aspects of consent to
donate

Arriving ‘unprepared’ at the choice
Doctors—Donot's family communication

Registry office's employee—citizen
communication

The Media: between disclosure and fake
news

Targeted interventions within categories of
population

Raising awareness through testimonials
Continuous advertising and campaigns
Using social media

Involving institutional experts

The right time and place

More support when choosing

Participants expressed the motivation for organ donation in different terms. Some participants ar-
gued that people who decided not to donate their organs are selfish. Others reported that those who
oppose becoming donors should not have the right to receive an organ in the event of need: ‘Do you
want to receive organs if you're sick? Yes! Then you must also donate yours!” (P1, F, RO, Piedmont). In
contrast, for many, donating is an act of unconditional love towards others and a conscientious gesture
towards one's community, a matter of civil and social responsibility.

The freedom of choice when it comes to consent to donate was widely discussed. Most participants
claimed that everyone should be free to choose how to dispose of their body, and therefore should
not be judged for their choices. On the contrary, for others, donating should be an obligation. The
importance of defending oneself from external interferences, remaining faithful to one's wishes, and
respecting those of others was also underlined, because donation is a ‘private’ (i.e., concerning the single
individual) and a ‘complex’ (i.e., implying different personal aspects such as family, religion and health)
choice. Nevertheless, choosing to not donate can imply a negative judgement on the part of others, thus
putting people in the difficult position of having to admit their choice, and generate a conflict between
what they want and what they think they should do. This situation could result in finding excuses to
motivate one's opposition to donation, or in the decision not to express one's will.
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POST-MORTEM DONATION AND WILL EXPRESSION | 9

Another dilemma dealt with the possibility of knowing the identity and meeting the recipient of a
family membet's organ. This option could facilitate the consent to donate but also lead to a problem-
atic attachment to that person and an invasion of privacy. Moreover, a dilemma concerning the organ
recipients was if they had to deserve it or one should donate regardless of the recipient's history and
characteristics because donating means ‘giving’ without regard to the merit of the recipient.

I just hope that [...] someone is worthy of it in a certain sense [...] I always hope that these
are people who have perhaps given a lot in life, have suffered a lot, and having an organ
can truly be a lifesaver for them, people who deserve it.

(P8, M, HH, Abruzzo)

The responsibility with regard to the choice to donate was also debated in terms of expressing one's will
while alive or leaving this choice to their relatives. The health care professionals pointed out that the latter
alternative can put health professionals in the difficult position to ask families for the consent to donate in
a painful moment. This difficulty might lead health care personnel to omit this question, resulting in one
less opportunity for organ donation.

Resistance to donation

The participants discussed fears and doubts concerning death assessment, brain death, coma and organ
explant practices. While some participants knew the meaning of brain death, several, including health
care professionals, did not have a clear idea of its definition. Indeed, health care professionals expressed
the need for a training on the process of organ donation and the definition of brain death. The lack of
information with regard to brain death was accompanied by a series of scientifically incorrect beliefs
(e.g., a brain-dead patient is still alive). These beliefs, although categorically denied by science, remain
present among several participants.

Rarely, but very rarely it can happen that the heart is still beating then somehow the brain
activity can start again. It is very rare. So I'm very much in favor, I'd just really like to be
dead before they remove my organs.

(P14, M, YA, Piedmont)

Some of the participants described medical practices related to transplantation as brutal, bringing up
concerns regarding the explant procedures and the ruining of the body. Many highlighted the importance
of the body's integrity after death: “When I used the term fear, the first thing that came to my mind was the
fear that one day my body may no longer be whole, even when dead’. (P2, F, AP, Campania). The concept
of integrity is often, though not always, associated with religious values (e.g., resurrection, afterlife, etc.).

Most of the participants claimed not to have enough information about donation practices, which
sometimes raises doubts concerning the destination of one's organs. Some participants feared that their
organs would be ‘wasted’, while others raised doubts about the correct use of the organs (e.g., the ‘black
market’). Although some participants considered themselves adequately informed about organ dona-
tion, most of them showed that their knowledge of the subject is studded with false beliefs which can
prevent donation.

The participants expressed a general sense of distrust with regard to the health care system, politics,
and organ donation policies, as well as doubts and fears regarding the ‘real intentions’ of the doctors
who deal with the verification of death and the explant process. Some expressed a fear that doctors may
‘let the patient die’, to export the organs: “There is a fear that everything necessary is not being done
to save the patient’. (P12, F, HH, Piedmont) Others, including health professionals, claimed that organ
donation is led by secondary political and economic interests:
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10 | CIPOLLETTA ET AL

Obviously as a human being, the lack of trust immediately takes over, because if the mes-
sage is “they will kick your ass if you lose a donor,” it immediately makes me think that the
interest is something else.

(P3, F, CAH, Tuscany)

Many participants pointed to a series of cultural aspects such as ‘outdated’ religious beliefs and supersti-
tious beliefs about death as potential bartiers to donation: ‘It's like buying your coffin before you die’. (P2,
I, CAH, Campania).

Finally, many participants identified young people as being the most likely to agree to post-mortem
organ donation, and old people being less inclined to donate. However, for many, the middle age group
was the least likely to donate.

Facilitators with regard to donation

According to the participants, having direct or indirect experience of organ donation could raise peo-
ple's awareness of organ donation, and provide the necessary tools to make an informed choice and
express one's will: ‘Recently in our village a very young girl died, and her organs were donated, so we
talked about it” (P8, F, AP, Tuscany).

Professional experience with the donation process can raise awareness among those who work in
critical contexts; however, some health professionals working in the donation field stated that they
are against donation. The participants underlined the importance of TV series and movies with
regard to donation in that these can foster empathy with the characters and increase interest in the
topic.

The participants identified some cultural aspects (e.g., solidarity fostered by religion, education, tra-
dition, etc.) that could facilitate donation by fostering the creation of a ‘critical sense’ that allows mak-
ing informed choices regarding organ donation. Trust in science and the health care system is often
described by participants as ‘fundamental’ for organ donation: ‘T imagine that whoever ascertains these
things is certainly aware and knows what he is doing. So, in short, I trust the doctors’. (P14, M, YA,
Piedmont).

For some participants, religious values and trust in science co-occurred. According to them, in fact,
‘faith and science can coexist’, facilitating consent to organ donation. For others, a facilitator to do-
nation was related to not feeling attached to their bodies, contrary to concerns with regard to body
integrity raised by others.

For many, feeling useful to the community and having an important and active role in society could
act as a facilitator for donation. Some would like information such as the number of people on trans-
plant waiting lists or the number of donors currently available, to be publicly disclosed in order to raise
awareness in the population, and favour the consent to donate, since in emergencies, humans become
more proactive.

Only a few participants reported knowing about and having checked information on the
Transplant Informative System's website. A minority of the participants argued that to encourage
organ donation, it would be necessary to propose a concrete incentive directed to the donor or his
family.

Difficulties with regard to consent to donate
There are many difficulties that could act as potential barriers to the consent to donate. First of all, the

methods and places of consent to donate (e.g., registry office, a corridor of a hospital, etc.) are mostly
described as being inadequate.
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Most of the participants argued that there is too little information about the modalities of consent
to donate and that information is not always accessible to the public. Most people reported having
doubts about the bureaucratic and legislative aspects of consent to donate, and not having the medical-
scientific knowledge necessary to understand the information on organ donation presented in brochures
or online.

Participants reported communication difficulties that could translate into barriers to the consent to
donate with regard to organ donation. In particular, several health care professionals argued that they
are not adequately trained in communicating with the patients' families. Many of them recognized the
strong emotional impact of that moment and often find difficulty being in charge of communicating the
death and proposing a donation (when patients have not expressed their will).

Most of the participants argued that being asked that question at the registry office while renewing
their ID, often leaves the citizen ‘displaced’. Many people do not know that this question will be asked
and are called to choose without ever having thought about the topic, highlighting the importance of
preparing the citizens for making such a choice. Moreover, the participants claimed that the lack of a
sufficient amount of time prevents people making an aware choice: ‘In my opinion [...] those are im-
portant decisions to be made and I think those 5 minutes aren't enough to think about it’. (P5, M, YA,
Tuscany).

Difficulties related to communication between registry employees and citizens are also underlined.
Several registry office employees revealed that they often feel uncomfortable asking citizens this ques-
tion and that they are not sufficiently trained on organ donation to allow them to fulfil their role.

I find myself a little uncomfortable with people I already know that could misunderstand
me [...] it can be a person who does not speak Italian, it can also be a very old and disabled
person. I always ask myself: do I ask him the question? Or do I not? And this makes me
uncomfortable.

(P11, F, RO, Lombardy)

The role of media has been reported as a suitable information source for many; however, for others, it is
reported as a tool with many risks of fuelling disinformation about organ donation.

Proposals to encourage consent to donate

The participants shared many suggestions with regard to promoting and spreading the culture of do-
nation, proposing strategies and methods for informing and sensitizing the population by planning
targeted interventions that take into account age, culture and religious differences, and that are specific
for families, workers and university students.

Several participants emphasizing the need for more persistent communication, arguing that cam-
paigns carried out only one or a few days a year are not effective when it comes to raising citizens' aware-
ness. Moreover, they highlighted the importance of testimonials: ‘In my opinion, the testimony of both
the patient who received the organ and the (donot's) relatives, is pivotal, because it touches emotional
chords that only they can touch’. (P6, M, HH, Puglia).

The participants discussed the best means of informing citizens about the value of donations. Some
supported and promoted the use of social networks as a powerful means of dissemination; others con-
sidered social networks as inadequate, preferring other channels that could entrust the subject only to
reliable and expert figures. These participants tend to oppose the use of social media and the involve-
ment of non-expert figures such as influencers. ‘I wouldn't want Fedez to tell me. I wish there was
someone a little more authoritative or someone from the Institute of Health’. (P5, F, CAH, Campania).

The participants proposed places and moments suitable for them to express their will, such as gen-
eral practitioners' offices or during mandatory vaccinations. Others wish to express their will online, a
solution that is already available in Italy, even though most of the participants were unaware of it.
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12 CIPOLLETTA ET AL

Lastly, many participants underlined the need to have psychological- and medical-scientific support
when it comes to making a choice:

I would like to speak to a person, a doctor, because whether (the question) it is expected
or unexpected unless one is firmly convinced about organ donation, it is a very difficult
decision, and I would like psychological support.

(P5, F, YA, Lombardy)

DISCUSSION

The results of the present study have shown that deciding on organ donation involves complex choices
that can be described in terms of personal dilemmas. Moreover, the focus group discussions have
pointed out the barriers and facilitators to donation, the difficulties associated with consent to donate,
and some proposals to reduce the gap between the attitude towards organ donation and consent to
donate.

A personal and complex choice

In line with other studies (Moloney et al., 2019; Moloney & Walker, 2002), when discussing organ do-
nation, the participants in this study identified several dilemmas that may lead to differing attitudes.
As other studies also pointed out (Lauri, 2009; Moloney et al., 2019; Moloney & Walker, 2002) the
participants often conceptualized organ donation in negative terms when it referred to the donor's ex-
perience (e.g., ‘organs as ripped from the body’). Conversely, when the focus was on the recipient, some
of the participants revealed a positive view of donation as a ‘gesture for society’ or an ‘altruistic act’.
These results offer two main interpretative insights. First, they show how organ donation can be con-
figured in moral terms, in which agreeing to donation is characterized as pro-social behaviour (Cohen
& Hoffner, 2012; Lauri, 2009). Second, they suggest that a possible strategy with regard to promoting
donations could be to use a communication frame that draws attention to the recipient, and highlights a
collective dimension of giving, rather than to the donor and an individualistic dimension.

Another dilemma implied in the attitude towards organ donation dealt with its construction as being
linked to life or death. In line with Morgan et al. (2008) some participants considered donation as a way
for the donor to continue living through someone else (i.e., the recipient), but, in line with the findings
of Alvaro et al. (2005), most of the participants highlighted the fear of facing death as a barrier to do-
nating, because some people withhold their permission or oppose organ donation to avoid thoughts of
their death. This result suggests that strategies to encourage consent to donate should convey a message
that focuses more on life than on death.

In line with Moloney and Walker (2002), the value of freedom of choice and respect for the de-
ceased's wishes was widely discussed by our participants. For many, leaving the responsibility of this
choice to others (e.g., family members, other executors, etc.) carries the risk of not respecting the wishes
of the individual. In this regard, the participants repeatedly emphasized the importance of family dis-
cussion and confrontation with respect to their choices regarding donation. In fact, creating opportu-
nities for discussion on the topic of donation is an important aspect that can facilitate the consent to
donate and spread a culture of donation. In-depth interpersonal exchange on the topic can depower the
beliefs, doubts and fears that negatively influence people with respect to choosing to donate. Bringing
the topic ‘to the light” through conversation and discussion may enable people to adopt a less ‘fearful’
stance towards donation (Morgan et al., 2008). However, Miller et al. (2020) underscore the importance
of perceived negative expectations with respect to one's decision to donate. Our participants described
occasions when they perceived judgement and stigma from friends and family members regarding their

a0 '2828Yv0C

iy wouy

SUORIPUOD PUe SWB | Y 39S [£202/20/2T] Uo ARiqiauljuQ A3|1a ‘ euenbue|g 8Q BISIBAIUN - OUILRWO | BIA|IS AQ T89ZT dUlq/TTTT OT/Iop/W0d A3 1M,

yEIY

el

35UBD17 SUOWILLOD dAIERID 3|qedjdde ayy A peusenob a2 sapie YO ‘@sn Jo sajn o) Aigi] auluQ A3]IAA UO (Suc
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decision to donate. Such negative experiences thus appear to decrease people's intention and willingness
to discuss their decision to donate with friends and family members.

Another dilemma concerns the worthiness of the recipient. In line with Miller et al. (2020), some
participants reported the fear that one's organ could be assigned to an unworthy recipient, and argued
that stepping out from anonymity and sponsoring one's personal story could help others become famil-
iar and empathetic with the topic, encouraging a more positive consent to donate (Hyde & White, 2010;
Petrini et al., 2020). However, it should be noted that in Italy, this is prohibited by law. Others argued the
importance of maintaining anonymity to safeguard both the recipient and the donot's family as already
pointed out by other researchers (Dobbels et al., 2009; Petrini et al., 2020) who claim the importance
of preventing unfortunate episodes caused by the inevitably unbalanced relationship between the two
parties.

Barriers and facilitators

The second overarching theme describes the resistance to donating identified by the participants.
Although the medical definition of brain death appears to be accepted among the participants, this
concept generates fear and doubt. This result is in line with Anker and Feeley (2010). Some participants
are uncomfortable with the idea that in some cases organs are removed while the heart is still beat-
ing. Coherently with Moloney and Walker (2002), some health care professionals highlighted that the
deceased's relatives—noticing the presence of physiological functions in the patient (e.g., heartbeat)—
often perceive the deceased as being still ‘alive’. In this regard, in line with Pugliese et al. (2001), the
health personnel participants complained about a general lack of information regarding organ donation,
and requesting greater training, in particular with regard to the topics of understanding brain death and
communication with the family.

Many of the health care professionals who participated in this study stated that they have never or
only rarely taken university courses related to organ donation. The Spanish model, which has been
found to be extremely effective in increasing consent for organ donation (Matesanz, 2003), involves the
management of donation by highly experienced coordinators. This similarly occurs in Italy but risks
making all the other health professionals feel excluded from the donation process (so much so that they
do not know how to give explanations when asked by a patient). One way to ensure that these profes-
sionals could therefore be adequately trained on the subject may be to include specific training related to
organ donation in university courses of the major health professions. Alternatively, it could become one
of several mandatory training and alignments for health professionals. This way the training could offer
tools for the communication also in other aspects relating to the end of life, which is crucial to promote
trust in the health care relationship (Cipolletta & Reggiani, 2021).

All groups raised concerns related to the body, a topic that is widely discussed in the post-mortem
donation literature (Hyde & White, 2010; Lauri, 2009; Miller et al., 2020; Moloney & Walker, 2002;
Morgan et al., 2008). In particular, the importance of after-death bodily integrity was underlined.
Furthermore, participants discussed the fear that the body could be disfigured by explant practices,
and this can constitute a barrier to organ donation. On the contrary, several participants who spoke in
favour of donation did not identify themselves with their cadaver, thus proposing a scientific view of
life and body as a facilitator for donation (Lauri, 2009; Moloney et al., 2019).

In line with this need for trustworthy information, the participants identified a lack of informa-
tion as a potential barrier to donation. This result may appear to contrast with those of some other
studies (Brug et al., 2007; Morgan et al., 2008), suggesting that the amount of information that a per-
son possesses regarding the donation process does not influence (or influences only weakly) choice
when it comes to expressing one's will. This contradiction may be overcome by considering that the
simple increase in knowledge about donation and how to express one's consent—often the main
objective of campaigns to increase the registration of organ donors—might have no beneficial effect
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14 | CIPOLLETTA ET AL

on the actual intentions of individuals. In fact, doubts and fears related to medical errors and brain
death, which may be attributable to misinformation, can act as barriers to donation (Skowronski
et al., 2020).

Nevertheless, the participants in the present study underlined contrasting positions with regard to
science and its institutions. In fact, on the one hand, scientific institutions are often identified as the
only reliable sources of information, while on the other, in line with the current literature (Feeley
et al.,, 2014; Lauri, 2009; Miller et al., 2020), participants identified distrust in health care institutions as
a possible obstacle to donation. Distrust could be associated with a general worsening of Italians' trust
in health care institutions following the COVID-19 pandemic, as reported by some statistical sources
(Bucchi & Saracino, 2021) and studies (Cipolletta et al., 2023), together with the spreading of sensation-
alized news of organ donation and transplants reported by the mass media or on social media, that are
often a catalyst for distrust (Etheredge, 2021).

In agreement with other studies (Boulware et al., 2002; Feeley et al., 2014; Lauri, 2009; Reynolds-Tylus
et al., 2019), many participants argued that religion can be a barrier to donation. The topic of religion
is disputed. Indeed, it can act both as a barrier and as a facilitator. In the former case, the theme refers
to what are considered to be outdated religious beliefs. They often result in the idea that many religions
do not allow organ donation. Associated arguments are often linked to the importance of the integrity
of the body in the afterlife (Lauri, 2009) and the sacredness of the body. On the contrary, religion can
act as a facilitator for some of the values it refers to, namely unconditional love for others, as well as the
concepts of charity and goodness (Lauri, 2009). Although several participants supported the influence
of religion on the choice to donate, some statistical sources (e.g., European Commission, 2010) show
that only a small part of the European population opposes donation due to religious factors (7%), while
a higher percentage of people are opposed due to bodily concerns (25%).

During most of the focus groups sessions, several participants identified categories of people who—
according to them—are more likely to oppose donation. In particular, the middle-aged group (35-55) is
considered to be the most opposed. This perception, however, does not reflect the more recent statistics
from the Transplant Information System (2022) which show that middle-aged groups (ranging from 31
to 40 and 41 to 50) present the lowest percentage when it comes to opposition (from 25.8% to 27.2% in
opposition) compared with the under 30 age group (28.4%) and those over 70 (from 45.1% to 60.9%). In
line with these statistics, many participants perceived older people as being the most resistant to dona-
tion and recognized instead young people as more likely to donate. In the process of creating a culture
of donation, young people could play an important role in the discussion around donation within their
families, fostering a positive attitude and supporting their parents, grandparents and peers in expressing
their consent; this should be supported by the implementation of educational and sensibilization cam-
paigns with a specific priority in high schools before the driver's licence acquisition.

The third overarching theme reports the donation facilitators identified by the participants. In line
with Moloney et al. (2019), donating was described as a form of ‘reciprocal altruism’, which not only
allows the recipient to lead a better life but allows the donor to continue living through the recipient.
Moreover, the perception of being useful to the community and the resulting satisfaction, as well as
viewing donation as a gesture of ‘disinterested altruism’ which only considers the recipient's benefit can,
according to research (Cohen & Hoffner, 2012; Feeley et al., 2014), constitute a donation facilitator.
Surprisingly, some participants in the present study suggested the introduction of benefits and incen-
tives (e.g., priority in the ranking of transplants, monetary compensation for the family, etc.), highlight-
ing the fundamental value of reciprocity in the context of organ donation.

In line with the previous literature (Alvaro et al., 2005; Brug et al., 2007; Feeley et al., 2014), several
participants argued that having experiences related to donation can constitute a potential facilitator of
donation. Moreover, in line with Rumsey et al. (2003), most of the participants emphasized the impor-
tance of testimonials expressing the wish to meet and talk to people who have received transplants, or
with donor family members, as these experiences would allow individuals to approach the theme of
donation which is often perceived as ‘far’ from everyday life.
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Strategies to encourage consent to donate

Being specifically related to the Italian context, difficulties concerning consent to donate and proposals
suggested by the participants, are not yet reported by the literature on the subject. Little research has
been carried out in Italy to determine the potential barriers and facilitators with regard to organ dona-
tion. The present research is therefore innovative, not only in terms of the new data collected in the
Italian context by different actors in the donation process (e.g., individuals, registry office employees,
health care personnel and opinion leaders), but also in terms of the proposals related to policy imple-
mentation with regard to intervention strategies. Our citizens' proposals included commercials, public
awareness campaigns and events and education and training in schools, universities and workplaces
with a type of communication that must be clear and understandable to all. Moreover, receiving train-
ing on the death determination procedure could be useful in order to increase trust in the health care
system.

As shown in Figure 1, the process of donation choice is characterized by dilemmas and beliefs, as
well as by doubts, resistances and practical difficulties. These aspects can take the form of facilitators or
barriers to donation. In the former case, the choice will probably lean towards a ‘yes’, and in the latter
towards a ‘no’. However, if individuals are torn between the former and the latter, they will risk not mak-
ing any choice, leaving the responsibility to other eligible persons. Based on the results, together with
an information campaign that includes medical-scientific aspects and donor families and transplant
patients' testimonials, it would be important to support the individual in the moment of choice (in the
hospital, in the registry office, etc.) by providing the opportunity to engage with an expert.

In conclusion, the present study underlines that in order to move from research to practice, it is
important to address the challenges related to organ donation and consent to donate by developing and
implementing contested interventions that take into account different aspects and perspectives. The
complexity of the topic and of the choice regarding one's will with regard to post-mortem organ dona-
tion should be addressed with the introduction of collaborative interventions aimed at raising aware-
ness, informing and encouraging individuals to express their will, while at the same time supporting
them throughout the process of decision and expression.

=)
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FIGURE 1 Visual representation that synthesizes the meanings with regard to organ donation as reported by
participants in the facilitators and bartiers to organ donation.
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Limitations

The limitations of this study include the risk of recruiting participants with similar beliefs in terms
of the degree of sensitivity towards the topic of organ donation, thus potentially selecting individuals
expressing positive beliefs about donation. However, the doubts, uncertainties and resistances reported
by the participants allow us to think that varying positions were represented. Furthermore, during the
focus group discussions the potential influence of social interaction could have played a role in inhibit-
ing the sharing of fears and misinformation to avoid the risk of being judged negatively by others with
an overall positive attitude towards organ donation.

CONCLUSIONS

This is the first study to consider the different population groups that are directly involved in the choice
and process of organ donation, as well as socially influential people. Until now, little research inves-
tigating attitudes and perceptions with regard to organ donation has been carried out in Italy (Burra
et al., 2004; Fontana et al., 2017; Pugliese et al., 2001). Moreover, in terms of results this study adds to
the current literature a system of dilemmatic issues that characterize the difficulty of this choice. We
intended dilemmas as issues usually felt by an individual as equally relevant but often conflicting or op-
posing. These dilemmas naturally make the choice more complex as it is animated by internal struggles
and can often result in a non-choice.

The findings of the present study may have important implications for the development of strategies
to encourage consent to donate. It is important to specify that there is no single suitable way to solve the
organ supply and demand gap. However, by identifying the facilitators and barriers to donation on the
basis of the analysis of individuals' needs, beliefs, fears and doubts, it is possible to implement targeted
interventions.

Future interventions should support individual choice by providing reliable information on the do-
nation process, explaining how to express the will to donate, and by using appealing means with regard
to information. To make information reliable, it is also important to overcome any distrust with regard
to health care institutions, and to identify which institutions are considered reliable and for what rea-
sons. The other way round, sharing scientific knowledge on the part of the medical community may
reduce false myths and increase trust in the health care system.

Future research could offer a useful contribution in this respect. Intervention strategies to promote
organ donor registration should take into account the barriers to donation identified in the present
study, including false myths, the fear of death and body disintegration and, at the same time, use as
resources donation facilitators such as experience and familiarity with the topic, trust in the institutions
involved and social responsibility.
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APPENDIX 1

Interview guide for the focus group discussion.

DONATION AND TRANSPLANTATION OF ORGANS, TISSUES AND CELLS
Were there any situations in which you had to do with the issue of organ, tissue and cell transplantation?
What feelings does the idea of organ transplant arise in you?
What do you know about organ donation?
As far as possible, do you think you have sufficient and correct information on the subject?
If yes, whete and how did you receive/find this information?
If not, where and how would you like to find/receive them?

EXPRESSION OF CONSENT
Have you ever been asked to express your consent about organ donation?

Where and how?

How did you feel when you were asked to express your consent?

What would it be like today to express your consent to organ donation? If you have already done so
today, would you confirm your choice?

Have you ever expressed consent for someone else (e.g., children, deceased relatives who had not
expressed consent)? In this case, how did you experience it?

What do you think of the current practice for the expression of consent?

PROFESSIONAL ROLE AND WORK EXPERIENCE—FOR REGISTRY EMPLOYEES
ONLY
Thinking about your work experience, have you had direct contact with the area of donations?

Have you had the opportunity to talk about the subject of donation with people who turn to you for
services?

What do they report? What is your impression?

SOCIAL ROLE—FOR OPINION LEADERS ONLY
From the perspective of your role in society, to what extent are you interested in the issue of organ
donation?

Have you ever participated in and/or done activities to raise awareness of the issue?

What could you do?

PROPOSALS
Where and how would you like to be asked to express your consent for organ donation?

What could be done to raise awareness of this issue?

Do you have proposals or ideas to attract the attention of your colleagues and the general population
or clarify the subject? Is there a channel that you think is more useful for this purpose or through which
you would like to receive more information on this topic?

CLOSURE
Is there anything you would like to add? Any doubts or questions left open?
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