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ABSTRACT

Objectives: To understand the psychological subjective experiences that motivated the refusal of organ donation for transplants.
Methods: Qualitative, exploratory study, developed in light of the psychological-phenomenological method, with 56 family
members who did not authorize organ donation in different geographic regions of Brazil, whose states presented the highest
absolute number of refusals. Results: Distrust in the transplant system was the invariant meaning identified, and the variant
meanings were prolongation of family suffering, insecurity in decision-making, threat, regret, injustice, disrespect, and psychological
helplessness. The meanings were structured by the participants’ perception, based on the relationship with the healthcare teams,
the absence of services, the lack of maintenance of brain death diagnostic equipment, the Brazilian political image, and the lack
of knowledge of the rules of the public policy on donation and transplantation. The meanings experienced were analyzed, and
the psychological subjective experiences were identified: perceptive intentionality, psychic causality and motivation, impulse for
protection, and affective-cognitive experience, which culminate in the refusal to donate. The analysis identified the psychological
experience as affective-cognitive. Conclusion: The meanings reveal that the distrust factor was present, to a greater or lesser extent,
in all family members. There are three psychological variables: I) family members have a negative perception; II) there are affective
and cognitive motivations; and III) a need for protection. The lack of knowledge of the population studied regarding the operation
of the transplant system seems to be an element that has negatively impacted the donation subsystem, and the elements indicated
can guide public policy managers in the development of actions that inform and enlighten society on an ongoing basis, and not just

through annual campaigns.

Descriptors: Request for Consent for Organ Donation; Health Management; Health Policy; Psychology; Phenomenology.
Andlise Fenomenoldgica de Vivéncias Psicologicas que Motivaram
a ndo Doagdo de Orgdos no Brasil
RESUMO

Objetivo: Compreender as vivéncias psicolégicas que motivaram a ndo autoriza¢do da doagio de drgdos para transplantes.
Métodos: Estudo qualitativo, exploratério, desenvolvido a luz do método psicolégico-fenomenolégico, com 56 familiares que nio
autorizaram a doagdo de 6rgios em diferentes regides geogréficas do Brasil, cujos estados apresentaram maior nimero absoluto
de recusas. Resultados: Desconfianga no sistema de transplante (ST) foi o significado invariante identificado, e os variantes
foram prolongamento do sofrimento familiar, inseguranca na tomada de decisdo, ameaga, pesar, injustica, desrespeito e desamparo
psicolégico. Os significados foram estruturados pela percep¢io dos participantes, a partir da relagdo com as equipes assistenciais, da
auséncia de servigos, da caréncia de manutengio de equipamentos de diagnéstico de morte encefélica, da imagem politica brasileira
e do desconhecimento das normas da politica publica de doagio e transplante. Os significados vividos foram analisados e foram
identificadas as vivéncias psicol6gicas: intencionalidade perceptiva, causalidade psiquica e motivagio, impulso de protecio e vivéncia
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afetivo-cognitiva que culminam na recusa 4 doagdo. A anilise identificou que a experiéncia foi vivida como afetivo-cognitiva.
Conclusio: Os significados revelam que o fator desconfianca esteve presente, em maior ou menor intensidade, em todos os
familiares. H4 trés varidveis psicolégicas: I) os familiares tém percepcio negativa; II) hia motivagdes afetivas e cognitivas;
e III) necessidade de protegdo. O desconhecimento da populagio estudada sobre a operacionalizagio do ST parece um
elemento que tem impactado negativamente o subsistema de doagio, e os elementos apontados podem nortear os gestores
da politica publica no desenvolvimento de a¢des que informem e esclarecam a sociedade de modo continuo, e ndo apenas

por campanha anual.

Descritores: Solicitagio de Consentimento para Doagio de Orgios; Gestio em Satde; Politica de Satde; Psicologia;

Fenomenologia.

INTRODUCTION

Transplantation as a therapeutic option is widely adopted worldwide, and the disparity between the demand and supply of
organs and tissues is a global issue, highlighting that numerous factors positively and/or negatively impact this complex system'?.
Approximately 150,000 transplants are performed annually; however, the supply of organs meets less than 10% of the global need>.

The Brazilian public policy on organ and tissue donation and transplantation, since its implementation, has undergone a
constant process of refinement, given the complexity of the transplant system (TS), comprising its three subsystems: donation,
procurement, and transplant. Social participation is essential, especially in the donation subsystem, since donation in Brazil is
consented and there is no transplant without donation®.

Public policies, as products of organized society, are a set of strategic actions planned by governments, social sectors, and/or
citizens, implemented and evaluated by the three constituted national powers, to prevent and/or solve problems, representing the
interests of society, as well as benefiting and protecting it>’. As complex systems, they are influenced by social capital, but it is also
through these that a country's network of norms and patterns of trust can be built and rebuilt®.

Social capital refers to the structure and organization of society, as well as the relational connections that are based on
horizontalization, trust, and reciprocity. It is believed to be capable of enhancing physical and human capital>'.

Social connection, based on trust and reciprocity, is capable of mobilizing citizens for actions of collective interest, for the
conscious use of resources, and for producing and using material and human resources®.

In terms of the donation subsystem, the average refusal to donate organs in Brazil over the last decade has fluctuated above
40%'"'?, while the ideal by European standards is below 10%"°.

In 2023, the national average of non-authorized donations was 42%, with the worst result at 78% in a state in the Central-West
region and 27% in a state in the South region, which obtained the best result'?.

Family members of potential organ donors experience unstable situations with health problems during hospitalization, such as
the process of diagnosing brain death and receiving news of brain death from the health team when they are interviewed by the
organ procurement network team about the possibility of donation'.

Failure to authorize the donation was listed as the primary obstacle in the donation process®. To analyze the impact of public
policy, it is essential to consider long-term data since, in the last 10 years, studies have shown that, among the explicit reasons
given by family members in different Brazilian regions and different study periods, are the deceased declared during his lifetime
that he would not be a donor; lack of knowledge of the deceased's wishes regarding donation; family's desire to keep the body
intact; waiting time to receive the body; lack of knowledge about the diagnosis of brain death; dissatisfaction with the team's
communication with family members; lack of clarity in information; donation interviews with excessive technicalities and lack of
empathy; anger with the hospital team; religion; and negative experiences' ", without presenting or analyzing the psychological
behaviors and subjective experiences associated with the refusal to donate.

Brazil has a legal and regulatory framework that establishes safety standards for donation and transplantation, and there are
recommendations for good care and management practices'®'"”. Despite this, the high percentage of refusal to donate in Brazil has
generated discussions about the trade of organs and tissues to make it possible to increase the availability of transplants®.

The explicit reasons for refusal have already been widely explored, but the percentage remains high. We are compelled to ask:
what is there in the experience and psychological experiences of family members that have motivated them not to authorize the
donation of organs and tissues from their brain-dead relatives?

To contribute to filling this knowledge gap, the objective of this study was to understand the psychological experiences that
motivated the non-authorization of organ donation for transplants based on the description of family experiences during the
hospitalization of the potential donor, the identification of the essential meanings and variations of the experiences, and the

description of the psychological experiences.
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METHODS

Exploratory, qualitative study”, phenomenological-empirical, which appreciates human manifestations as they occur and
without theoretical interference, based on phenomenological reflection, constituted by the epoché and eidetic reduction®?, with
analysis of experiences: a) obtain the reports of the experience; b) transcribe the reports; c) present the synthesis of the experience
from the researcher's perspective; d) identify the invariant and variant units of meaning; e) identify the psychic experiences; and
f) describe the psychic experiences*?*.

The phenomenon studied was the psychological experience of participants facing the death of their family members and their
expertise when interviewed about the possibility of donating organs for transplants, given the decision to refuse.

The selection of the co-participating State Transplant Centers (Centrais Estaduais de Transplantes-CET) was by convenience
sampling, using the criterion of the highest absolute number of refusals to donate that occurred from January to June 2022, as
this was the year in which the research project was prepared, with 20% of the total number of refusals selected from each state
and 100% from the Federal District (DF), as this is where the leading researcher works. Due to the non-agreement of a CET from
the Southeast Region, Rio de Janeiro (R]) was included, with the second-highest absolute number of refusals. The co-participants
were from Amazonas (AM), Bahia (BA), Goids (GO), Rio de Janeiro (R]), Rio Grande do Sul (RS), and the Federal District (DF)¥.

The sample was a simple random probability, assigning a number to each kit of documents from non-donors. The study cases
were selected by lottery through the Sorteador website, with seven from AM, 32 from BA, 34 from DEF, and 20 from GO, totaling
93 possible participants. Respected The number of refusals from January to June 2022, and selected the cases of refusals from
January to June 2023 for in-depth analysis.

The inclusion criterion was that the family member responsible for the refusal, whose name was registered in the CETs
document kit, as required by the law?.

The invitation to potential participants was made by telephone. There was no willingness to conduct an in-person interview,
and those who accepted the telephone interview reported difficulty in receiving the Free and Informed Consent Form (FICF)
virtually, signing it, and returning it. The FICF was sent via WhatsApp, and a screenshot of the conversation was taken. Some
people did not answer the phone calls; in these cases, an invitation message and the FICF were sent via WhatsApp, requesting
a response.

Data collection took place from December 2023 to October 2024. At the CETs, the collection was characterized by access to
document Kkits for verifying documentary compliance. Each of the 93 kits was coded and registered in an Excel spreadsheet by
state, with the following data: name of the person who did not authorize the donation, degree of kinship, date of death, reason for
refusal to donate, and telephone number of the family member. The interview was conducted by the researcher, lasting 10 to 50
minutes, using a smartphone, recorded with the Call Recorder application, with the guiding question, "How was the experience
of the death of your family member and the non-donation of organs and tissues for you?" and complementary questions: "Were
any other factors present during your experience related to the non-donation of organs?" and "Would you like to report anything
about your experience that you have not yet mentioned?".

Fig. 1 presents the methodological steps.

. Obtain approval from
Selection of 1 (.:ET fr.om —»  CEPs (Research Ethics —>» Sample selection
each geographic region .
Committees)
Document verification ~—» Data collection —> Data analysis

Source: Elaborated by the authors.

Figure 1. Stages of methodological procedures.

There was no data collection in RS, out of respect for the psycho-emotional condition of the people of Rio Grande do Sul, who
were facing the consequences of the climate tragedy, nor in RJ due to budgetary limitations for the project.
The interviews were recorded and checked. The experience reports were identified by a code consisting of the letter "P" (for

the participant), followed by the acronym of the Federative Unit and the corresponding registration number on the sampling
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spreadsheet. The stages of the phenomenological method were operationalized with the use of free imaginary variation from the
researcher's perspective? .

The epoché was characterized by the researcher's suspension of knowledge about the TS, regardless of the content and context
reported, upon hearing the participants' reports. The researcher did not provide technical information, guidance, clarification,
or contestation. Finally, the psychological-phenomenological reduction was undertaken to achieve the synthesis of psychological
meanings.

The study was approved by the CEPs of the Health Sciences Teaching and Research Foundation of the Federal District, under
Opinion No. 5,982,078, with scope for AM and R], since the CETs are not linked to a CEP, by the Health Department of the State
of Bahia, under Opinion No. 6,192,213, by the School of Public Health of the Health Department of Rio Grande do Sul, under
Opinion No. 6,137,192, and by the State Health Department of Goids, under Opinion No. 6,050,896.

This study discusses public policy on donation and transplants without specifying a particular sector or department.

RESULTS AND DISCUSSION

Of the 93 possible participants, 29 (31.2%) did not have their phone numbers registered in their medical records. Their numbers
were unavailable, and they did not have a WhatsApp profile. Of the 64 people with active numbers, four were from AM, 19 from
BA, 31 from DEF, and 10 from GO. Of these, eight (12.5%) did not agree to participate in the research.

The final sample consisted of 56 participants, who contributed in two ways: seven (12.5%) were interviewed, and their content
was recorded; 49 (87.5%) presented behaviors and justifications for not being recorded, which were essential components for the
phenomenological analysis.

The summary of the experiences is presented below.

PDF 02 - They said she wanted to end the matter that day and stop suffering; the situation still affects them emotionally; they
considered the subject of organ donation to be dangerous and are afraid to talk about it.

PDF07 - They considered the donation to be extremely important and revealed that they were in favor of it; they presented a
religious justification for helping other people with what they have received freely from God; they reported that they did not know
much about the subject and that she was concerned about the possibility of the organs being removed without their authorization;
their distrust was based on the fact that Faustdo (a famous TV host) had been transplanted in a short time because he had money
and was well-known,; this fact made them believe that it was possible to skip the line. They added that when the team requested
between 3 and 5 days to deliver the body for burial, they considered only the desire to end the suffering of the family and that
time did not make sense; they reported that they felt a lack of professional psychological support and that the lack of information
may have interfered with their decision.

PDF 10 - They reported that they were in favor of donation, that they had already authorized the donation of organs from one
of their brothers, but that, in the case in question, they did not authorize it out of anger because their family members died in
the queue waiting for organs and no one donated to them; the Faustao episode proved that it is possible to obtain benefits when
a person has money.

PDF 14 - They said that the little they knew about the donations were from one or two television advertisements and that the
image of Brazilian politics makes them suspicious of everything. The brain death diagnostic equipment was broken, and they
believed that their family member was being kept alive on the equipment only because they were interested in the organs, without
thinking about their family's suffering. They do not trust the system because there is no transparency, and the fact that the donor
family cannot meet the recipient family does not allow for social control. They mentioned that politicians do everything in their
interest and believe that this can also happen to benefit acquaintances who need transplants. When the team requested 3 days to
deliver the body, they considered that, in addition to being disrespectful to the family, it could not be honest to ask for so much
time and that the requested interval should be to choose who would benefit. They reported that, as they had never discussed the
matter with their father, they decided to end the situation and stop suffering. Afterward, they realized the importance of donation
and felt regret for not having spoken to their father. They considered that there is little information and that the government does
not invest in clarification. They talked to their family and informed them that, from then on, they were donors.

PDF 20 -They reported the period of intense family suffering during hospitalization, despite the healthcare team's complete
transparency regarding the prognosis; they did not believe in the diagnosis of brain death because, in their view, only God can
decide and, if their family member was breathing, they could not be dead; they believed that the doctors were keeping their
family member alive to keep the organs viable for removal and that did not think about the family's anguish. They recognize the
importance of donations and know that people need them, but do not trust the TS because there is a lack of social control, as it is

impossible to confirm whether only the authorized amount was removed, and because they believe it is possible to skip the line.
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If the donor family could know who received the organs, it would be a way for the system to be more transparent and reliable.
They felt pressured by having to decide whether to donate in a short period and felt threatened when informed that if they did not
authorize the donation, the machines would be turned off. The team requested between 3 and 5 days to return the body, which
they considered to be too long and, therefore, disrespectful and inhumane; as they did not trust the system, they did not think it
more viable to end everyone's suffering.

PBA 01 - They reported that they did not feel comfortable or safe talking about the subject, not because of grief but for another
reason. They asked to close the conversation.

PBA 22 - It was reported that the experience was dramatic, that the psychologist and the doctor explained the evolution of the
condition, and that this conduct made the family prepare for death. It was reported that they were in favor of donation, knowing
that the line is long, but that given the family's shock, most decided not to authorize the donation because they believe that there
is organ trafficking in Brazil, not of hearts, but of kidneys, and cited the African continent as an example. They mentioned the
fear that their family member's organs would be lost and that they do not trust the system's work because Brazilian politicians
only help those who are interested in them and mention that because they are poor and live in the interior of the state, they feel
abandoned by the political class.

The invariant meaning was considered essential because it was present for all participants, and the variant meanings, which

represented the experiences that emerged from the reports of some participants, were identified. (Fig. 2).

Distrust
Prolong the Insecurity in decision Tisfites Psychological i Threat Grief
suffering making helplessness

Source: Elaborated by the authors.

Figure 2. Schematization of invariant and variant meanings.

The invariant meaning was “distrust” in the TS, whose representative quotes were:
This is a dangerous subject... it's scary to talk about it (PDF 02);

I was suspicious and afraid because I confess that the situation with Faustdo at the beginning made me doubt about jumping the

queue because he had money (PDF 07);

Just because you're poor you die in line. Then a Faustio comes along and gets everything because he has money. That's why I
didn't donate (PDF 10);

I believe that there are a lot of people who are cut in line, because that's Brazil, right? There are numerous issues in our country.

Politicians do whatever they want, and of course, a relative or friend of theirs would cut in line, imagine otherwise! (PDF 14);

"For many days, they kept him on life support just to keep him and think about the organs... I honestly don't trust them; I don't
know, right? Because, there, they're the ones who do everything; they do everything inside, and we only see the body, the body at
the IML (Forensic Institute). So, if they removed it or not, how am I supposed to know?... but to what extent can we be sure that
these organs are actually going to a person who really needs them? If they had transparency... if only the family that is donating
had access to who is receiving them (PDF 20);

“I don'’t feel comfortable and safe talking about it, not because of grief, but for another reason (PBA 01);

"I don't trust it very much because we don't know how it works... family members didn't want to [donate] for fear of loss... fear
of organ trafficking (PBA 22).

Trust is based on dimensions such as integrity, which represents honesty and reliability; competence, a synonym for both
technical and interpersonal skills; consistency, which encompasses factors such as security, predictability, and judgment; and
loyalty. The act of trusting allows us to assume a state of vulnerability based on positive beliefs about the intentions, behaviors,
and ethical movements of another person. The social context influences individual behaviors, which in turn affect acts of
citizenship®-*. For social psychology and sociology, trust is the act of a person expecting an institution or social organization to
behave within expected civil parameters in terms of honest intention, loyalty, sincerity, and efficiency in its function®.

In the absence of a relationship of trust, the person tends to remain alert and exercise control over the situation. This absence

is what happened with family members who refused organ donation because they did not perceive the dimensions of integrity,
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competence, consistency, and loyalty in the TS institution, among the professional agents, or the political agents. They remained
in control, exercising their autonomy in decision-making.

Individual perception supports trust because to trust something or someone, one must meet the criteria established by the
systems of beliefs, values , and knowledge.

The varying meanings are presented below.

“Prolonging family suffering” alluded to the acute emotional crisis experienced by family members, whose statements were:

After the body was removed from there and taken to the organ collection center, the time I could wait to be buried was between
5and 7 days... I was already suffering for 7 days there, right? Waiting for that protocol... That time is not viable, and my family
decided not to donate (PDF 7);

They asked for 3 days to deliver my father's body to us, so I said, "It's going to take too long; I want to get this over with... we've
been suffering for 2 weeks now", and that's when I said I didn't authorize it (PDF 14);

The length of time he was going to be there, and the suffering we suffered, you know? Because I had already been going back and
forth for 4 days... and another 3 to 5 days is a long time to remove the organs; it has to be done with less suffering for the family
(PDF 20).

The time requested by the teams for the recruitment process to take place triggered negative perceptions. The team's
chronological space differs from the qualitative time that the family needs'. Death can be interpreted as something good or bad.
Still, in Western culture, it is a cause of emotional suffering with a negative meaning®, and acute emotional crises interfere with
the personal decision to interrupt the triggering stimulus.

"Insecurity in decision-making” was related to the lack of knowledge about TS:

I knew very little about donation, only what we saw on TV... My family also knows very little about it... what they think is just the
same as what I heard from very superficial information... It is very complicated to see a relative of ours there with a warm body,
heart beating and we understand that he is no longer alive, that he has already suffered brain death, and that he is no longer able to
live... I just wish it could be more enlightening for us, the population, right?... So many people who could perhaps be donors, and

who, sometimes, due to lack of clarification, lack of education, lack of teaching, do not donate (PDF 7);

I talked to my older brother, who lives in another country, and he said, "Yes, it's okay.” The other one who lives here said 'no" I
couldn't talk to my mother, and that's when I told him I wouldn't do it... because all I knew was from the occasional commercial on
TV, as the government doesn't invest in it... there’s little information on the subject, and the few advertisements are just asking for

donations, but none of them explain how it all works (PDF 14);
I doubted the diagnosis of brain death... (PDF 20).

Security is built through established relationships, and insecurity, as an emotional state, can be characterized by a lack of self-
confidence and one's abilities, in addition to being associated with uncertainty, instability, anxiety, and nervousness; it typically
connotes a perception of risk and external threats.

Insecurity was linked to a lack of knowledge about the donation, collection, and transplant processes. Notably, one of the
participants emphasized that there is a lack of information disseminated on the subject. When this occurs, it is typically done
by asking the population to donate without providing explanations about the system. Thus, the difficulties of the family in
understanding what the organ procurement network team is informing them about can be accentuated, which is why the team
needs to provide space for dialogue and not turn the moment into a monologue in which only the team speaks.

“Injustice” emerged in the context of the perception of rights violations:

I think it is unfair and dishonest to society that we cannot know who received the organs because it would be a way for society
to control (PDF 14).

Social psychology defines justice as the concept of equity and proportionality in relationships. Therefore, it should not be
ignored that when interaction with other people generates a perception of imbalance, the perception of injustice emerges,
accompanied by the associated feeling of anger. The experience of injustice affects not only the individual but also the social
group with which they interact®.

During the interview, PDF 10's tone of voice represented their anger and how much he believed the TS had wronged them
because some of their family members had died while waiting for a transplant. Based on their perception of injustice, they, who
had already authorized organ donation, changed their attitude and may be influencing other people with their negative experience
in the donation and transplant process.

“Psychological helplessness” was related to the lack of psychological support during hospitalization and at the time of the

interview:
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A painful process, because in this case, we spent almost 5 days waiting, right? We wish we had more access to psychological help
during this wait (PDF 07);

I got the news right away. It was a shock... I think it’s a total lack of respect for the family, you know? Because when we bring a
patient to the hospital, we immediately say that there’s no way out, there’s nothing we can do, it’s up to God, we say it right away...

and they don’t give us any support (PDF 20).

Helplessness denotes a lack of assistance and support and, in the social context, is associated with situations in which a human
being feels powerless in the face of a particular problem. Social relationships influence feelings of helplessness; when experienced,
it causes anguish, often triggered by a dangerous situation due to the loss of something important™.

“Disrespect” referred to the time when donation teams requested to carry out organ collection and hand over the body to the
family:

Three and five days to return the body is a long time and, therefore, disrespectful and inhuman (PDF 20).

Respect is about care, attention to the rights of others, and dignity, and is fundamental for building social ties and harmonious
coexistence as well as solidifying mutual respect®. Feeling disrespected arises when a person perceives that their boundaries and
rights have been violated.

“Grief” showed the family members’ lack of courage to talk about donation during life:
Because if my father had said, when I die you donate my organs, his wishes would also have prevailed (PDF 14);

There isn't much talk about this type of situation involving death, organ donation... only those who are in the situation know the

feeling at the time of death, it's excruciating, having to decide without knowing the other person’s wishes (PDF 20).

Grief is an emotional state that manifests sadness, pain, remorse, or regret. The Western cultural context has a negative
perception of the phenomenon of death since, as it is a subject that triggers emotional reactions, it is postponed or not addressed.

“Threat” was represented by the statements:
I don't feel comfortable and safe talking about it, not because of grief, but for another reason (PBA 01), and

[...] then, suddenly, they come and say, I have to turn off the machine... they do things under pressure if you don't donate we
have to turn off the machines (PDF 20).

This finding represented a critical insight, as the topic of organ donation is closely tied to sensitivity and solidarity rather than
danger. What stereotype does the TS carry that makes people afraid to talk about organ donation and/or authorize it?

In all the psychological meanings identified, explicit reasons for refusal were present, which have been compiled by several
researchers over the last decade'*"”. However, this research reveals a new component: how the family members who gave explicit
reasons experienced the process of hospitalization and refused to donate.

Five participants stated that they recognized the importance of donation, but despite this, the meaning of distrust overrode the
optimistic view.

Every act represents an intention; therefore, overt physical or psychological behavior is subject to analysis and interpretation.
In this sense, the content presented by the 49 participants who were not recorded was still analyzed.

The behaviors and justifications presented were as follows:
I will read the document [FICF], and I will be in touch (PBA 13),

which did not happen, and there was also no response to the researcher's subsequent contact; the interview was scheduled, but
they did not answer the phone or respond to the message after the attempt (PGO 2, PGO 17, PBA 13, PDF 01, PDF 16); others
interacted with the researcher by telephone, but ended the call when informed about the research topic (PBA 5, PGO 18, PBA
23); there were also those who did not respond to the WhatsApp message containing the documents and explanations about the
research, even though they had visualized them (PAM 2, PAM 5, PBA 12, PBA 32, PDF 11, PDF 34, PGO 5, PGO 8).

As explored in the meaning of "Prolonging family suffering”, both the phenomenon of death and emotional pain and insecurity
are aversive events. In this sense, the psychological resistance to participating in the interview may be related to individual self-
protection mechanisms anchored in the experiences obtained with the death of their family members.

Psychological resistance is an individual protection mechanism that emerges in situations of change as a response to potent
threats aiming to avoid harm®. This understanding of resistance aligns with intentionality as the capacity of the human mind to
relate to the world through the meaning of things and awareness of its experiences*?.

However, in addition to emotional pain, some people mentioned insecurity and fear of talking about the subject and refused
to record the interview, even though they were informed about the safety of the research procedures. The intention to participate

initially indicated positive signs, but insecurity ultimately prevailed.
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In this context, how have family members perceived TS? What is the motivation for their distrust? How was the experience

lived?
Perceptual intentionality

In the phenomenological approach to perception, the body serves as a perceptive subject involved in the constitution of
meaning, through which the individual relates to the world and constitutes themselves as a being. Perception, being the human
capacity to interpret and organize stimuli and attribute meaning, is not limited to the passive reception of sensory data, as it is an
active phenomenon based in the body, the essential mediator of the person's interaction with the world?*.

The perceptive process involves both the body and consciousness, as the body not only perceives but also gives meaning to
what is perceived. Perception is inseparable from bodily existence, being lived, subjective, and directed towards what is being
perceived — perceptive intentionality. It is not neutral since it carries within itself a dimension of desire, an impulse that, when
recognized, generates an intention and a motivation to act. Both perception and motivation are situated in a socio-historical
context. The way each person perceives the world and what motivates them to act is shaped by interactions. Perception is not a
solitary, individualistic activity; it emerges from shared experiences®.

Considering the perceptive intentionality, how have the family members participating in this research perceived the TS?

If, on the one hand, there is recognition that organ donation is essential, on the other hand, there is a negative meaning
attributed to the system, based on beliefs and opinions that the TS does not have consistent rules, that there are privileges for
recipients who are better off financially, that political agents can interfere with benefiting people of interest, and that it is possible
to traffic organs and tissues in Brazil. It is also noted that there is a lack of knowledge among citizens regarding their rights in the
donation and transplant process.

It is noted that the TS has been perceived negatively. When perceiving, in its context, that the TS poses some risk to physical integrity,

the psycho-emotional structure, or morality, the human tendency is to activate the mechanisms of protection of oneself and others.
Psychic causality and motivation

No less critical for the results of this research is the understanding of the motivational relationships that operate within the
psyche, how they underpin knowledge, and how motivation acts on human consciousness, directing it toward the execution of
psychic, physical, bodily, and behavioral acts.

Perception and motivation are interconnected, and the latter presents both psychic and physical causalities, as both the physical and
spiritual dimensions influence the former. The psyche has specific characteristics in each individual that can be sensitive or spiritual.
By spiritual, we understand the transcendent personal dimension inherent to Humanity, which enables us to know ourselves, fulfill
ourselves, and go beyond ourselves to overcome the limits of corporality, empathizing, reasoning, deciding, and acting®. Psychic
causality is qualitative; it is not measurable, and it is influenced by the environment and the context in which it is experienced*.

The psychophysical subject does not have the power to decide whether or not to react, as impulses represent psychic events
without the will being activated. The psyche represents the passive sphere; its law is causality. In the spirit, there is the active
sphere governed by motivation. In this context, the individual can perceive psychic operations and act in a way that is distinct
from involuntary suggestion.

Motivation is not external but rather the force that emerges from the individual's relationship with the world, stemming from
their perception of the environment. It does not arise from an isolated rational plan but from the primary interaction between
the body and the world. By perceiving the environment, the subject is impelled to act, move, and respond to this environment®.

In this context, it is possible to infer that, based on the negative perception they reported about TS, which generates distrust, the
family members were motivated to react, not authorizing organ donation as a particular response to the environment that they
perceive as threatening and that makes them vulnerable.

In the reports, motivations of an affective dimension associated with belief and value systems were identified, and, in the
cognitive dimension, those related to lack of knowledge. Both characteristics describe the psychic dimension and appear to be

sustained by the lack of information on the subject.
Protection impulse and affective-cognitive experience

Trusting connotes depending on another person and accepting being vulnerable to them. Trust can be both an emotional
attitude and a reflexive attitude*'. The attitude of trust is influenced by the individual's socio-historical context, beliefs, and values,
but it is also constructed in the present. It implies an attitude of interdependence, as a person can trust a specific institution by
trusting a person who works at the institution in the same way as they trust other people. The same occurs with distrust**%

While the act of remembering evokes experience and experience from memory, perception captures objects and interactions

as data from immediate experience.
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It is possible to infer that the participants distrust public managers, political agents, and health professionals with whom they
had contact, all of whom, to a greater or lesser extent, were agents of the TS. Because they distrusted the executors of public policy,
the distrust was generalized for the TS institution, implying negative consequences for its reputation and image. It is inferred that
the participants identified that the act of donating organs can cause harm to themselves or others.

The psychophysical impulse of protection is a movement related to the need for security and stability, therefore constituting a
defense mechanism. In the hierarchy of basic human needs, after the physiological needs, comes the need for safety43. Failure to
meet this need, such as distrust, can generate uncertainties typical of crises and activate the impulse to seek protection.

Affective acts, essential constituents of subjective experience, and the attribution of meaning to the lived world, are related
to the valuation, emotions, and feelings that give meaning to acting in the world. Affection is essential in motivation and
decision-making because when experiencing something, the emotions, values, and beliefs of society are also captured, which are
fundamental for the formation of social life and a sense of belonging®.

When they perceived risks to themselves and their families in the experience, the participants experienced the psychophysical
impulse to protect themselves and others, characterizing the affective experience, directed towards something objective but imbued
with the value-based social baggage and the cognitive experience, by acting concretely and not authorizing organ donation as a form

of protection and ceasing to have contact with the aversive phenomenon: the experience of the death of their family members.

CONCLUSION

The essential meaning “distrust in the TS” and the variant meanings lead to the understanding that distrust permeates them to
a greater or lesser extent, which is why the psychological-phenomenological analysis was developed on the invariant meaning.

After identifying the meanings present in the experiences, the developed analysis revealed three psychological variables: (I)
family members have a negative perception; (II) there are both affective and cognitive motivations; and (III) a need for protection
exists. The analysis revealed that the psychological experience occurred in conjunction with the affective-cognitive experience.

This study highlights the contribution of psychology to management, given the understanding that subjective factors impact
objective results and that the management of complex systems, such as transplantation, demands multidisciplinary efforts and
interactions since only in this way will the social capital on public policy for organ and tissue donation for transplantation be
improved in individual and collective contexts, capable of generating greater engagement and increasing authorization for
donation.

The lack of knowledge of the population studied about the operationalization of the TS appears to be an element that has
negatively impacted the donation subsystem, and the elements highlighted can be used as subsidies for public policy managers to

develop actions that inform and clarify society on an ongoing basis and not just through an annual campaign.
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