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Abstract

Introduction: Organ transplantation is a relatively new and developing treatment method in which
some organs of a brain-dead person are transplanted to the person in need. Organ donation has
psychological consequences in both donor families and in recipients In this regard, one of the most
important challenges is related to psychological consequences of contact between the family of the
donor and the recipient and their family. The aim of this study was to explain the psychological
consequences of contact between donor families and organ recipients.

Methods: This study was conducted using qualitative research method of conventional content
analysis. The study population includes all donor families as well as all organ recipients in Iran. The
sample population of this study included individuals listed in the list of organ donor society and
hospitals with organ transplant ward in Tehran, out of which 23 participants (12 donors and 11
recipients) were selected using purposive selection method with maximum variation until theoretical
saturation of data. Through semi-structured in-depth interviews with participants and content
analysis of interviews, psychological consequences of contact between donor families and organ
recipients were identified. Data collection continued until theoretical saturation. Each interview
lasted about 30-60 minutes. Data were analyzed using Graneheim and Landman.(Y+ + £)

Findings: From a total of 23 conducted interviews, 237 meaning, units were extracted. These
meaning units were categorized into 25 codes, including unpleasant consequences of the contact for
donor families (9 codes), unpleasant consequences of the contact for organ recipients and their
families (10 codes), pleasant consequences of the contact for.donor families (3 codes), and pleasant
consequences of the contact for recipients and. their families (3 codes). From these 25 codes, four
subcategories were obtained: pleasant consequences for donor families, pleasant consequences for
organ recipients and their families, unpleasant consequences for donor families, and unpleasant
consequences for organ recipients and their families. Ultimately, these four subcategories were
grouped into two main categories: unpleasant consequences and pleasant consequences.
Conclusion: The results showed that contact.between donor families and organ recipients can cause
transient or persistent positive and negative consequences. Transient consequences do not require
intervention, but persistent and-harmful negative consequences require prevention, and treatment.
The suggestions resulting from this study can be a practical guide for transplant teams, organ
donation societies, and.counselors in decision-making and supportive interventions, as well as
designing a communication.model.
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Introduction

Organ transplantation is one of the medical treatment methods that are performed to save the life or
improve the physical condition of the patient. During this procedure, a healthy organ is removed
from the body of a living person, a person with brain death or cardiac death, and transplanted into
the body of a sick person who has organ failure(1-6). Some organs or tissues such as the kidney, part
of the liver, skin, and bone marrow can also be received from a living donor. Others such as cartilage
and tendons can be taken from the body of a person with cardiac death. However, the most important
source of organ supply for transplantation is brain-death organs(4, 7-9).

In cases where this treatment is performed following brain death or cardiac death, organ donation
should be done with the consent of the family of the brain-dead person(3-5). Reports have shown
that After organ donation, the donor's family or recipient may have a desirerto contact and even
remain in contact with each other. Although various forms of contact may include face-to-face
meetings, telephone communication, online interactions, message transmission through an
intermediary, and correspondence via letters or email, in the present study the term “contact” is
operationally defined as direct, in-person face-to-face meetings.

This treatment is being performed in many countries around the world(3-6), including Iran, and the
demand for it is rapidly increasing. This contact has different dimensions and can provoke different
and sometimes harmful reactions on both sides(6-13). World Health Organization( WHO), In its
"Guiding Principles On Human Cell, Tissue, And Organ Transplantation," has stated that
organizations must ensure that the personal identity and privacy of donors and recipients are always
protected(14, 15). Consistent with ongoing societal transformations and shifts in priorities,
expectations, and contextual demands, numerous organ donation-related teams and institutions
emphasize that organizations must remain responsive to societal change and actively adapt their
practices in order to align with, and where feasible, meet the evolving needs and preferences of the
communities they serve(16).

In most parts of the world, the process of .contact between donor families and organ recipients
remains unclear and inadequately regulated, and organ donation teams differ in their views regarding
whether such contact should occur and how it should be conducted(10-15). In general, most
countries have banned the contact of doner and recipient families(16). However, in practice, some
families manage to find each other and establish contact(13-15, 17, 18). In Iran, although some
transplant teams, and Iranian Seciety Of Organ Donation, have reported experiencing pressures
related to repeated requests for contact from donor and recipient families, available information from
organ donation associations and two relevant studies suggests that clear and formally implemented
regulatory guidelines in this area have not yet been established by the responsible authorities(14,
18), Nevertheless, each relevant organization, has put in place operational procedures to prevent
identification and‘contact, which sometimes differ considerably across institutions. Some countries
have made such meetings possible by implementing specific safeguards(2, 19). In Iran, field
evidence~—including content from expert meetings with members of the Iranian Society Of Organ
Donation, transplant teams, and hospital transplant staff—indicates that, despite recommendations
discouraging meetings between donor families and organ recipients, such contact occasionally
occurs. Furthermore, in many of these meetings, safeguards—such as maintaining confidentiality,
limiting the number and depth of interactions, and supervising the conduct of meetings—are often
not observed(14, 18). These contacts, may increase the risk of traumatic psychological
consequences, and ethical challenges for both parties, highlighting the need for clearer guidelines
and structured support to protect the well-being of donor families and recipients while addressing
the complex ethical considerations inherent in these encounters.



To date, only two studies on "meetings between donor families and organ recipients" have been
published in Iran. The first examined the experiences of families of brain-dead donors (14), while
the second investigated the psychological experiences of organ recipients following organ
transplantation (18). However, in addition to certain Methodological flaws in these studies, no
scientific report has yet addressed the psychological consequences of contact between donor families
and organ recipients. Therefore, the present study was conducted with the aim of explanation of
psychological consequences of contact between organ donor families and organ recipients.

Method

This study is a qualitative study of conventional content analysis that aims to explain the
psychological consequences of contact between organ donor families and organ recipients. The
semi-structured interview technique was used to collect data. In semi-structured interviews, although
the researcher pre-prepares the topics that are necessary to cover the information, not all questions
are pre-prepared, and the interview process relies largely on questions that arise spontaneously in
the interaction between the interviewer and the interviewee(20).

First, the interview guide was designed. The interview guide consisted of semi-structured questions,
inclusion criteria, exclusion Criteria, duration of the interview, how te contact, and obtain informed
consent, according to previous studies and the experience of members of The Iranian Society Of
Organ Donation, and consultation with supervisors and consultants.

Inclusion criteria:

- Family members of deceased organ donors who had engaged in direct contact with the organ
recipient(s), including parents (mother and father), siblings (sisters and brothers), and
spouses.

- Organ recipients who had engaged in direct contact with the donor’s family.

- Members of the Iranian Society Of Organ Donation, or transplant teams who possessed
relevant professional experience related to the research topic through their interactions with
donor families and organ recipients

Exclusion Criteria:

- Individuals who, atithe time of the interview, were unable to participate in meaningful verbal
communication or.sustained interpersonal engagement for any reason.

- Individuals with documented psychiatric conditions that were judged to interfere with their
capacity. to ‘provide reliable and credible interview data, based on available psychiatric
records.

- “Individuals exhibiting acute, transient, or reactive experiences of delusions or hallucinations
during the interview process, which could undermine the trustworthiness of the interview
data.

- Individuals for whom fewer than six months had elapsed since the death of their loved one,
as they were considered likely to be in an early and emotionally intense phase of bereavement
that could affect interview participation and data credibility.

Sample Characteristics: A total of 23 interviews were conducted. Twelve participants were members
of donor families, including seven mothers, three fathers, and two sisters. The mean age of donor
family participants was 50.91 years. The mean age of the deceased donors was 18.25 years, and the
mean interval between transplantation and the first interview was 6.83 years (Table 1).



Eleven organ recipients participated in the study, including eight heart transplant recipients, two liver
transplant recipients, and one pancreas transplant recipient. The mean time elapsed between
transplantation and the first interview among organ recipients was six years (Table 2).

Table 1. Demographic Information Of Participating organ donor families In The Research

participant Age of the The age of the | The gender of the | Post-transplant
Relation participant donor donor interval until
interview

1 Mother 60 32 Female 4 years

2 Mother 54 6 Man A years

3 Mother 58 18 Man © years

4 Mother 50 17 Man 1 years

5 Mother 53 19 Man YV years

6 sister 39 18 Man A years

7 Father 49 17 Female ° years

8 Mother 39 15 Man 1 years

9 Father 63 22 Female ° years
10 Father 58 20 Man 4 years
11 Mother 48 17 Man )+ years
12 sister 40 18 Man A years

Table 2. Demographic Information Of Participations Organ Recipient
participant Age of the organ Post-transplant interval until
recipient interview

1 | Heart recipient 39 7 years

2 |\Heart recipient 28 6 years

3 | Heart recipient's mother 8 8 years

4 | Heart recipient 32 5 years

5 | Liver recipient 26 4 years

6 | Heart recipient 30 4 years

7 | Liver recipient 28 7 years

8 | Heart recipient's mother 9 5 years

9 | Heart recipient's mother 12 5 years

10 | Pancreas recipient 32 8 years

11 | Heart recipient 31 7 years




Then, interviews were conducted using the interview guide. To select the participants, a purposive
sampling method with maximum variation was used to reach theoretical saturation. Participants were
selected from organ donor families and organ recipients who had engaged in at least one post-
donation meeting and whose demographic and contact information were recorded in the registry of
the Iranian Society Of Organ Donation. Individuals who had not passed away for more than 6 months
did not enter the study due to controlling the effects of the very exciting stages of early death of their
relatives. In the initial calls to obtain consent to participate in the interview, 2 organ donor families
and 3 of the organ recipients did not want to cooperate for an interview, and 1 of the organ recipients
had passed away. Finally, 23 interviews including 12 interviews with the organ donor families and
11 interviews with the recipient and their family were conducted until the theoretical ‘saturation
stage.( In one case, where the organ recipient was a child, the psychological consequences
experienced by the recipient’s parents were examined).
This study was conducted after obtaining ethical approval from the University Research Ethics
Committee (Ethics approval code: IR.USWR.REC.1401.174)
Prior to study initiation, the purpose and procedures of the research, participants’ rights, data
confidentiality, and the right to withdraw from the study at any time were clearly explained to all
participants, and written informed consent was obtained. All participant information was kept
confidential and anonymized, and the data were used solely.for the purposes of the present study.
After creating an appropriate space for conversation, .interviews began using guided interview
questions. The method for conducting these interviews in thisiresearch was such that initial questions
were designed as interview guides, allowing for open-ended and interpretive responses, which
guided the continuation of the interview process:
The interviews were conducted individually.in a calm environment and at an appropriate time and
place where participants felt comfortable. The.interviews were conducted in cases where it was
feasible at the Iranian Organ Donation Society, and in situations where participants were present in
other cities and face-to-face interviews werenot possible, interviews were conducted over the phone.
The average time spent on each interview ranged from 30 to 60 minutes. Interviews began with
general open-ended questions, allowing‘participants to describe their experiences and perceptions
regarding their current conditions.
Examples of the questions asked of the participants included the following:
e Sample Interview Questions for Donor Families who met the organ recipient:
- How.did youfeel following your meeting with the organ recipient?
- Are yousatisfied with having had this meeting, or do you regret it? Please describe the
reasons for your satisfaction or regret.
- .:Did thedaneeting result in any changes in your emotions or in your personal and family
life? Please describe in detail.

e Sample Interview Questions for organ recipient who met the donor families:
- How did you feel following your meeting with the donor families?
-« After your initial meeting with the donor family, would you have chosen to maintain
further contact with them?
- Would you advise other families in similar circumstances to have such a meeting?
Please explain your reasoning.

Interviews are recorded in audio format with the participants’ consentand, and then transcribed word
by word by researchers. The researcher cross-references the transcribed texts with the recorded



audio. After transcribing the interviewee's text, the entire text is read multiple times. Repeated
readings of the entire text lead to a general understanding. In the next step, the text is read word by
word to extract analysis units from the words of the participants and the researcher's interpretations
in the form of initial coding or open codes. Then, the analysis units are labeled. Afterward, the
interview texts and the extracted codes are reviewed by the research team's experts. Through
repeated review of the initial extracted codes, similar interviews are integrated and categorized into
specific classes. Subsequently, the created categories are examined and compared, and those
categories that are similar in themes of content are further classified into specific subcategories, thus
revealing the main categories.

Interviews Analysis Method
In this study, qualitative data were analyzed using Graneheim’s conventional (inductive) content
analysis approach. This approach consists of three stages:w preparation, oOrganization, and
reporting(20). In the preparation stage, the analysis unit, which could be a word, a phrase, or a
sentence, select. The organization stage includes three steps: open coding, categorization, and
Abstraction. During the organization, predefined categories and classes arenot used; instead, the
researcher immerses themselves in the data, aiming to develop newperspectives and create novel
categories based on the collected data. For these new"groupings, new names are chosen that
encapsulate the themes of each group. The summarization stage involves formulating the research
title through category generation. Each category is labeled using specific content-related terms.
Subcategories with similarities are grouped, and similar categories are further organized into primary
classifications. The final step in the content analysis approach is reporting the findings. In this stage,
examples are provided for each code and category(20-22).
It should be noted that data analysis in this'study was conducted concurrently with data collection.
During the preparation stages, the transcripts were read word by word to identify units of analysis,
which included participants’ words, sentences, expressions, and the researcher’s interpretations. In
the organizing stages, open coding was first performed, whereby the units of analysis were labeled
and assigned initial or open codes. The process of code extraction and labeling was carried out
continuously. Following completion of the coding process, during the categorization stages, the
codes were reviewed several times and grouped into specific categories based on similarities and
differences in themes. In the summarization step, the initial codes were repeatedly reviewed, merged,
or refined to form clearly defined categories. New labels were then assigned to these categories to
reflect their underlying themes. Subsequent interviews were analyzed using the same procedure.
Finally, in the reporting stage, illustrative examples were provided for each code and category.
To strengthen'the"data, the data were validated based on the four criteria of Guba and Lincoln,
including credibility, dependability, transferability, and confirmability(20, 21).
To enhance the credibility of the study, the following four strategies were employed:
- Triangulation: Multiple sources, methods, and researchers were utilized.
- Member checking: Following the analysis of each interview, the findings were shared with
the participants to review and provide feedback on the accuracy of the interpretations.
- Prolonged engagement: The researcher spent sufficient time in the research field to gain an
in-depth understanding of the socio-cultural context of the phenomenon and to observe
interactions and the underlying meanings behind behaviors.



- Continuous observation: The researcher maintained a focused and ongoing attention to the
critical aspects of the phenomenon, disregarding irrelevant data and concentrating on the
important features of the phenomenon.

To enhance dependability, the themes were reviewed by other members of the research team and by
faculty familiar with qualitative approaches. The researchers practiced bracketing of their
preconceptions during theme extraction from participants’ descriptions, thereby strengthening the
confirmability of the study and ensuring that the research process was logical, traceable, and
replicable.

To strengthen transferability, the researchers provided detailed descriptions of the study procedures,
including sampling, data collection, and analysis, as well as comparisons of the data. Participants
were selected to achieve maximum variation to ensure that the findings could be.applicable to similar
contexts, individuals, or settings.

To enhance confirmability, the researcher documented personal experiences, feelings, and potential
biases, explaining how efforts were made to minimize their influence. Coding was reviewed, themes
were examined, and the analytic process was checked to ensure that'the findings emerged from the
data rather than from preconceptions or researcher bias.

Findings:

Out of a total of 23 interviews conducted, 237 codes were-extracted.The findings indicated that
psychological outcomes included two categories: “unpleasant consequences” and “npleasant
consequences”. (Table 3)



Table 3. Psychological Consequences Of Contact Between organ donor families And Organ Recipients

category subcategory
unpleasant consequences for Painful loss of a child
unpleasant the donor's family Concern of losing again
consequences The regret of a child's death, yet having a

part of them still alive
Physical symptoms of psychological
stress
Bothersome dependency
Discomfort from onsided affection
Concern about the recipient'sdfamily's
reaction
Inappropriate Verbal. Communication
Dissatisfaction with Recipient Selection
unpleasant consequences for Anxiety
recipients and their families | Distress from seeing the.donating family's
grief
Feeling of Embarrassment
The feeling of Guilt
felt frustrated due to the excessive contact
of The donor family
Discomfort with the ownership of the
child
Annoyance from control and questioning
Concern about the stress of the meeting on
the recipient
Concern about asking for money
Abuse by some donating families

pleasant consequences for the Decision to Donate Organs
pleasant doner's family Feeling Calm
consequences A sense of the deceased being alive
Pleasant consequences for A sense of comfort from alleviating the
Recipients and Their Families donating family's sorrow
Feeling Calm

Meeting as an opportunity for gratitude
and consoling

(In the quotations presented, “D” refers to a “donor family”, and “R” refers to an “organ recipient”.)
1. unpleasant consequences:

This main category consists of two subcategories :

a. unpleasant consequences for the organ donor families:

Some organ donor families had experienced unpleasant consequences due to the contact, including
the following:

10



Painful loss of a child remains fresh: Two participants mentioned that meetings trigger painful
reminders and fresh grief over losing a child, and this is heart-wrenching.
“Having my child grief fresh is painful. Seeing them reminds me my daughter”( Participant D3)

Concern of losing again: A frequent anxiety seen in many organ donor families was the fear of the
recipient's loss and reliving their grief.

“When recipients become ill, [ unconsciously become anxious.” ( participant D3)

“Every time I heard that one of them was unwell or hospitalized it would trigger my distress.all over
again.”

(participant D2)

The regret of a child's death, yet having a part of them still alive: Some participants expressed
discomfort with the difficulty of accepting the child's non-survival, despite having a living part of
their body. One participant stated:

“When I had felt that a piece of my daughter's body was inside someone else, maybe initially I didn't
want to accept it." (Participant D1)

physical symptoms of psychological stress:

Two participants reported experiencing physiological symptoms and feeling unwell during their
initial encounters. One described an elevated heart rate, while another mentioned bodily tremors and
overall discomfort.

"When I saw her, I felt bad. It was as if my heart rate-had reached 1000," (participant D9)

Bothersome dependency: Some participants_reported feeling dependent to the recipient after
having interactions with them. For instance, in cases where the recipient or their family did not reach
out for a few days, they would take the initiative to make contact themselves and express a desire to
meet with the recipient on a regular basis.

“For a while, when I didn't hear from them, ['would call to check on their well-being. I had become
strangely dependent,” (participant D3)

Honestly, during the first two years, [ was strangely dependent to them. [ would call them regularly”
(participant D4)

Discomfort from onsided affection: One of the donating mothers expressed that after a while, I felt
that my affection for the recipient was one-sided, and I was the only one who loved them so much.
But the recipiént didn't have the same feelings for me. It's worth noting that at the time of our first
meeting, the recipient was 5 years old.

“But she~wasn't my child. And I felt that this affection was more from my side. And it was a bit
difficult. I didn't know if the feeling I had for them, they also had for me” (participant DS§)

Concern about the recipient's family's reaction:

One participant recalled being anxious at the beginning of their meeting, fearing that the recipient's
family might become upset and respond negatively towards them or behaving badly towards them.
"l was worried that they might feel uncomfortable during the meeting and treat us
badly."(participant D2)
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Inappropriate Verbal Communication :

Some donating families reported feeling uncomfortable with the recipient's family's verbal
communication, citing instances of harsh tone, hurtful language, and inappropriate conversation after
meeting requests.

" one recipient's daughter told me, "My mom can't talk about it." The daughter's tone was somewhat
abrasive, and her words were unsettling.” ( participant D10)

Dissatisfaction with Recipient Selection: A number of donating families, after learning the
recipient's identity, were unhappy with the recipient chosen by the organ donation association. One
donor, for instance, felt that the recipient's old age and pre-existing respiratory problems made them
a poor match, and wished that the organ had been given to a younger, healthier individual instead.
Another donating mother was unhappy that her daughter's heart was given to a man.

" At first, both I and those around me would ask, 'Why did they have to givesmy young daughter's
heart to someone who had sick lungs and was older, and then they.died? I wish they had given it to
a younger and healthier person.”. ( participant D12)

b. unpleasant consequences for recipients and their families:
Contact had unpleasant consequences for some organ recipient or their families, including the
following:

Anxiety: The majority of recipients and some of their families reported feeling significant anxiety
both before and during the meeting. This anxiety was.largely attributed to uncertainty about how to
communicate with the donating family and how to'conduct themselves in the encounter.

“I had anxiety, because I didn't know what to say.’’ (Participant R3)

Distress from seeing the donating family's grief: Many recipients confessed that observing the
donating family's grief was a distressing experience for them.

“I had a strong desire to meet them_and express my gratitude, but the encounter ended up being
overwhelming. Particularly when I visited .their home and saw the photo of their son on the wall, 1
felt a deep sense of sorrew. Seeing that photo was like a crushing weight, as if the ceiling had come
crashing down on me.” (Participant R4)

Feeling of Embarrassment: Many recipients experienced feelings of embarrassment because they
were alive with,the organ of someone who had passed away, while the donor's family had lost a
loved one.

"I couldn't help.but think that they might have wished their own son was still alive, with his heart
beating in.his own chest, not in mine. This thought filled me with a sense of shame." (Participant
R5)

The feeling of Guilt: A large number of recipients, after meeting with the donating family, felt guilty
about the family's grief and feeling as though they were alive at the expense of the donor's loved
one. They mentioned that they felt ashamed of being alive instead of the donor. Even one of the
cases mentioned that after seeing the donating family, they wished to die instead of the donor. "When
1 saw that a family had lost their young son, I felt like I was alive instead of him. And this was hard.
1 felt guilty. (Participant R4)

12



felt frustrated due to the excessive contact of the donor family: One of the recipient's families
mentioned that they felt annoyed because the donating family would contact them frequently under
various pretexts to meet. In the early stages, they would receive two or three calls a week from the
donating family, eager to meet with the recipient. One donating mother even acknowledged that she
had been overly intrusive, constantly seeking to visit the recipient, which she realized had caused
undue stress and annoyance to the recipient's family.

"We would arrange meetings every week or two, and I would see them. And this would become a
source of frustration for them." (Participant D2)

Discomfort with the ownership of the child: One participant shared concerns about the recipient's
family feeling uneasy due to the donating family's perceived sense of ownership over the child. The
recipient, a 6-year-old boy, had received a heart transplant. The child's aunt-had conveyed this
concern to the donating mother, who also mentioned that initially, she had allowed the child to call
her "mother", and she felt that this sense of ownership was disturbing to thems

"The aunt of the heart recipient mentioned multiple times that they felt I was acting like the boy was
my own son, and this was unsettling for the mother.” (Participant D2)

Annoyance from control and questioning: One participantexpressed frustration with the donating
mother's frequent calls and advice on how to maintain their health, often‘accompanied by reminders
that the heart was "entrusted" to them. This controlling behavior.would escalate into annoyance when
they were ill.

"I'm meticulous about my health, but sometimes things are beyond my control. If I catch a cold, it's
not my fault. I felt like I was being held accountable for something that wasn't even within my power
to prevent." ( participant R2)

"Understandably, she's a mother who's been through a lot. I acknowledge the difficulty of losing a
child and the significance of her donation. However, I resented the sense of dependency and control
that came with it. It felt like I . didn't have autonomy over my own heart, which was unsettling.”
(participant R3)

Concern about the stress of the. meeting on the recipient: Some heart recipient families expressed
concerns that the initial. meetings could be a source of stress for the recipient, potentially
compromising their-health or even leading to rejection of the transplanted heart.

"I was initially apprehensive that the meeting might trigger stress for my son, which could have a
detrimental-effect on his health and wellbeing." (Participant R3)

Concern-about asking for money: Some of the recipient families mentioned in the interviews that
they were initially worried that the donating family would ask for money or other favors. Some
donating families also mentioned this issue, acknowledging the recipient's concern about being
asked for financial compensation.

"At first, they thought I was contacting them to ask for money" (Participant D2)

Abuse by some donating families: Some recipients and their families expressed discomfort with
certain abuses, such as being asked for money by some donating families, interference in the

13



recipient's life, frequent requests for meetings, and being taken advantage of due to the organ
donation.

"Some donating families, who were not well-off financially, would take money from the recipients”
(Participant D12)

2-pleasant consequences
This main category consists of two subcategories as well as the previous category:

a. pleasant consequences for the donor's family

Decision to Donate Organs:

Following the initial contact, some organ donor families reported a shift in their perspective on organ
donation, which motivated them to take concrete steps. They obtained a donor card for themselves
and encouraged their family members to give their consent for organ donation in the event of brain
death.

"After connecting with the recipient, I personally went on to obtain a donor card just three days
later.” (Participant D7)

Feeling Calm: Most organ donor families mentioned feeling a sense of peace after donating, which
was due to various reasons (for example feeling peace from hearing the heart beating, feeling that
their child's memory was alive in the world, reviving the memory of their child through contact,
imagining their child was alive when hearing the heart beating, not feeling lonely when seeing the
recipient)

"When [ see the recipient, 1 feel that a part of my.daughter is still in this world, and this brings me
peace." (Participant D7)

A sense of the deceased being alive: Many recipients felt a sense of satisfaction and comfort when
they saw that their meeting was helping to ease the grief of the donating family, who had lost a loved
one.

"The sound of his heart beating is like as if my son is still with me." (Participant D2)

"Ever since I met him, I've felt a sense of my son's presence, as if he's still alive and vibrant”
(Participant D11)

b. Pleasant consequences for Recipients and Their Families

A sense of comfort from alleviating the donating family's sorrow: Many recipients felt a sense
of satisfaction and comfort when they saw that their meeting was helping to ease the grief of the
donating family, who had lost a loved one.

"I felt a sense of relief during the meeting, as I could see that her mother's sorrow was gradually
lifting." (Participant R5)

Feeling Calm

A significant number of recipients reported feeling calm when seeing the organ donor families.
"] felt calm and happiness during the meeting. I found peace.” (Participant R7)

14



Meeting as an opportunity for gratitude and consoling: Many recipients and their families
mentioned that meeting the donor's family provided an opportunity to express appreciation and
gratitude. This positive feeling was present for them.

" [ felt a sense of satisfaction during the meeting because I was able to express my gratitude to
them." (Participant R1)

"[ felt that I could finally thank them, express my appreciation, and offer some comfort. And that was
a wonderful feeling." (Participant RS)

Based on the findings reported, the psychological consequences of contact can be divided into two
main categories: pleasant consequences and unpleasant consequences. However, some ‘interviewees
mentioned that they experienced both pleasant and unpleasant consequences simultaneously, in a
dualistic manner. For example, they reported feeling both sadness and happiness during the meeting,
or experiencing both good and bad aspects of the meeting, or feeling annoyed by the contact while
also wanting to contact the donating family.

"On the one hand, the donating mother's controlling behavior annoys me, but on the other hand,
when we don't have contact for a while, I feel like I have a duty to call her." (Participant R5)

"I was both happy and sad on the day of the meeting.” (Participant R3)

Discussion

The aim of this study was to explain the psychological consequences of contact between donor
families and organ recipients, using a qualitative design with a conventional content analysis
approach based on semi-structured interviews. The findings led to the identification of two main
themes: positive consequences and negative consequences. Previous studies indicated that organ
donor families may desire to establish a connection the recipient and be informed about the fate of
the donated organs(10, 11, 14, 17). Recipients, too, might sometimes wish to contact with the brain-
dead donor's family and express gratitude for their sacrifice and generosity(11, 14, 16, 18, 19).
However, these studies do not present a.unified perspective regarding the permissibility of such
contact. A review of studies from different countries reveals considerable variability in perspectives
regarding meetings between donor families and organ recipients. On the one hand, some transplant
team professionals advise against meetings between donor families and organ recipients,
emphasizing concerns about potential psychological harm, emotional burden, or misuse. On the
other hand, transplant.teams frequently encounter requests from donor families and transplant
recipients seeking to meet and establish contact with one another(4). Consequently, donation teams
are faced with, the challenge of determining whether contact between donor families and organ
recipients. facilitates psychological adjustment and coping processes or, conversely, impedes
them(10,11,23).

The findings of the present study indicate that contact between organ donor families and organ
recipients entails diverse psychological consequences. The analysis led to the identification of two
overarching themes: pleasant consequences and unpleasant consequences.

While the results corroborate findings from previous studies, they also yield novel insights into the
psychological outcomes of such interactions. Within the category of pleasant consequences for donor
families, “The decision to donate” emerged as a salient subtheme. Furthermore, unpleasant
consequences for donor families included “Bothersome dependency” , “Discomfort from onsided
affection”, and “Dissatisfaction with recipient selection”.
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Additionally, an unpleasant consequence identified among recipients and their families was “Felt
frustrated due to the excessive contact of The donor family”, a finding that has not been previously
reported in the existing literature.

At the same time, the findings of this study indicated that the unpleasant consequences of contact
for donor families and organ recipients could be broadly classified into two categories:

1 .Unstable and Non-Harmful Consequences: These include experiences of anxiety during the
encounter, as well as signs of sympathetic system activation such as increased heart rate, shortness
of breath, sweating, and feelings of weakness or apprehension. These effects are transient and only
observed during the moment of interaction.

2. Persistent and Harmful Consequences: These include concerns about losing the recipient again,
feeling burdened by dependency (among donor's families), feelings of shame and guilt; distress due
to excessive communication, discomfort related to child ownership, discomfort related to control
and demands, concerns about the impact of encounter-related stress on the reeipient, and long-term
emotional harm resulting from misuse by some organ donor families (among ergan recipients).

In explaining the findings of the present study, it can be suggested that the desire for contact in these
cases represents a common phenomenon. This inclination may bed influenced by several
psychological processes. First, individuals typically maintain a cognitive preoccupation with the
memory of a loved one who has been lost and may draw upon suchimemories to re-experience or
restore pleasant emotional states(24, 25). Second, recalling a-beloved person or object can alleviate
the emotional pain and distress associated with therloss(25, 26). Indeed, in some instances,
reminiscence and structured memory-reflection techniques are employed as therapeutic
interventions to reduce the distress related to bereavement(24-26).

Finally, it should be noted that grief resulting from organ donation differs from grief associated with
other types of loss. Specifically, bereaved donor families may experience unique aspects of mourning
due to the common feelings of guilt associated with their role in authorizing the donation of organs
from the deceased(10, 11, 27). In addition, uncertainty regarding the outcomes of the donated organs
— including the recipient’s physical.health and the fairness and ethical suitability of the allocation
process — may contribute to a.sense oftincomplete mourning. Consequently, donor families may
feel compelled to seek information about.the fate of the donated organs and the well-being of the
recipients in any way possible(10, 11).

It can be argued that the extent'to which contact meets the aforementioned needs, or conversely,
leads to frustration, distress, and additional suffering, may serve as a criterion for decision-making
regarding the authorization of contact and the assessment of its outcomes. According to the
perspectives of the researchers involved in this study, in instances where contact is likely to produce
enduring adverse consequences, the potential benefits may not outweigh the harms, and such contact
should. be avoided. This underscores the need to design a structured and efficient model for
addressing these needs. Education is required for both donor and recipient families following organ
donation.-Donor families should be informed that recipients have an independent identity and cannot
replace the deceased loved one. Overly controlling behaviors and repeated attempts at contact may
cause distress for the recipient.

It is noteworthy that grief following organ donation differs in some respects from grief associated
with other types of loss. Many donor families perceive that, at the final moments, they made a
decision that ended the life of their loved one, even though medical science confirms that brain death
is irreversible and death occurs within hours or days, and the decision to donate is ethically and
clinically justified. Nevertheless, witnessing the apparent life signs of a brain-dead individual can
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create a sense of hope for recovery. As a result, donor families may experience a form of incomplete
grief and require professional support to cope with this unique type of loss.

Furthermore, it is a human tendency that the loss of a valued person or object increases attachment
to any reminders or mementos, which naturally motivates a desire for contact. In many cases,
following the decision to donate, transplant teams and especially the media emphasize the human
aspects of the decision, acknowledging the courage and timely action of donor families. However,
the emotional and cognitive experiences of these families, such as incomplete grief, the need for
emotional support, or feelings of loneliness, are often under-recognized by mental health
professionals and transplant teams. Provision of professional counseling and psychological'services
may prevent many potential adverse outcomes for donor families and, in some cases, reduce the
desire to initiate contact.

For recipients, overly controlling behaviors by donor families can also be distressing. Recipients
prefer to maintain autonomy and not be held accountable for their own health or for the donated
organ. Interviews conducted in this study revealed that excessive:monitoring or repeated inquiries
by donor families — for example, regarding the recipient’s health or the'condition of the donated
organ — can cause significant distress and threaten recipients’ independence, privacy, and personal
identity. This study also corroborates previous reports indicating that many donor families wish to
be informed about the fate of the donated organs, while a considerable number of recipients wish to
establish some form of contact with donor families to.express gratitude. Nevertheless, there are
donor and recipient families who prefer no contact.

Therefore, there is a clear need for a flexible model based on-confidentiality, autonomy, and informed
choice that aims to maximize positive outcomes while minimizing or preventing adverse
consequences. When one party requests contact, theyshould be asked to respect the conditions set
by the other party. Both groups should also receive education about potential negative outcomes.

This study and its findings are based on a.qualitative content analysis of interviews with donor
families and recipients who had experienced contact or meetings. Considering that one of the
objectives of this study is to propose a model for contact, the development of a guideline ultimately
requires the inclusion of experiences from donor families and recipients who have not had contact.

One limitation of thisustudy was the heterogeneity of interviewees. First, most donor family
participants were mothers of brain-dead individuals. Second, most recipients and donor families
were involved in heart donations. The predominance of mothers among donor family participants
can be explained by-two factors: mothers were the primary applicants for contact and had registered
their contact information with the Iranian Society Of Organ Donation, and other family members
were often unwilling to be interviewed and, in some cases, opposed contact with recipients. The
predominance of heart donations among participants may be related to the symbolic and emotional
significance of the heart, as hearing the heartbeat and feeling a connection to the deceased can be
particularly meaningful. Previous studies have also confirmed similar patterns

Limitations of the Study

This study has several limitations. First, access to some potential participants was restricted, as
certain donor or recipient family members were either unwilling to participate, unavailable, or
deceased. Second, the unavoidable consequences of using purposive sampling must be
acknowledged, as participants were recruited based on the lists of donors and recipients available
through the Iranian Society Of Organ Donation.
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Third, in Iran, due to the absence of formal legal regulations for introducing donor family members
to recipients, interactions between these groups typically occur through hospital transplant units
during preparation, consent procedures, or post-donation care, as well as at annual gatherings such
as the “Nafas Festival” or via media coverage. Consequently, some meetings may not have been
recorded by the Iranian Society Of Organ Donation, and therefore were not included in the reference
lists used for participant recruitment in this study.

With prior awareness of this phenomenon within the study population, the researchers employed the
principle of maximum variation in participant selection and continued recruitment until theoretical
saturation was achieved, thereby enhancing the transferability of the findings.

Suggestions:

The findings of this study indicate that contact between donor families and organrecipients can have
multiple positive and negative consequences. For some donor families, meeting the recipients serves
as a reminder of the deceased loved one, which can rekindle their grief. In othercases, donor families
may perceive the recipient as a replacement for the deceased, potentially developing a strong sense
of attachment or dependency, or experiencing anxiety about loss and secondary grief. Consequently,
even families who initially requested contact with recipients may later regret having done so.
Considering that the unstable unpleasant consequences of contact are not traumatic, But the
persistent unpleasant consequences related to contact between donor and recipient families can be
traumatic, the following are suggested:

-Whenever possible, they should avoid direct contact, and beth families should remain anonymous
to each other.

-In cases where, for any reason, such contact is unaveidable or has already occurred, the following
precautions are recommended:

1- Before initiating contact, necessary instructions should be given to the organ donor family and
organ recipient, and experiences, data, and unpleasant consequences extracted from previous contact
and studies should be communicated.to them. (Possibility of dependency, the possibility of member
rejection and failure of the transplantiony‘controlling behavior being distressing, etc.)

2- As much as possible, contacts should.be ‘indirect and anonymous. (This can be done through
writing letters, sending recorded voice messages, using voice messaging apps, or making anonymous
phone calls through the intermediary of The Iranian Society Of Organ Donation. For example, the
recipient can express their gratitude and thanks to the organ donor family in an anonymous manner.
This method prevents the risks of direct contact and recognition, provides comfort to the organ donor
family, and also addresses the recipient’s need for appreciation.).

3- Contactsshould involve the presence of a third person, preferably a trained counselor representing
the Iranian Society Of Organ Donation.

4- After contact, the psychological status and potential consequences of contact should be followed
and assessed.

5- If unpleasant consequences occur after the contact, therapeutic intervention should be conducted
in the form.of individual or group counseling for the organ donor family and organ recipient.

6- The results of previous studies and the unpleasant consequences of contact should be presented
to the organ donor family and organ recipient.

7- Professional psychological interventions should be conducted to alleviate the unresolved grief of
donor families.
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8- Any type of contact should occur at least 6 months after donation to reduce acute reactions and
tensions during the initial mourning months. It is even possible that after this period, the requester
may change their mind and give up from making contact.

9- This study also has practical implications for the field of rehabilitation counseling. Rehabilitation
counseling is a specialized branch of counseling that provides professional support to individuals
with chronic illnesses, disabilities, trauma, and other special needs, helping them to better accept
their circumstances, utilize their personal abilities, and prevent potential adverse consequences. Both
donor families and organ recipients require targeted professional interventions in rehabilitation
counseling. Grief resulting from organ donation differs from grief associated with other types of
loss. Many donor families wish to establish contact with recipients or to be informed about.the fate
of the donated organ. Similarly, numerous recipients wish to express gratitude to donor families and
may experience feelings of guilt or shame for having received the organ. The findings<of this study
can inform the development of an appropriate contact model between donor families and recipients
and guide the provision of tailored professional services by rehabilitation counselors

Conclusion

The findings of this qualitative study, using a conventional content analysis approach, indicate that
contact between donor families and organ recipients is a multidimensional phenomenon that can
produce diverse positive and negative outcomes at individual;familial, and social levels. The results
suggest that some adverse outcomes are transient, unstable, .and non-harmful, and therefore do not
necessarily require professional intervention. However« persistent and potentially harmful
consequences may affect mental health, interpersonalrelationships, and long-term adaptation of both
parties, and if not properly managed, can exacerbate emotional and psychological tensions.

Accordingly, the findings underscore the necessity of adopting a systematic, gradual, and evidence-
based approach to managing contact between donor families and organ recipients. These results can
inform a wide range of stakeholders, including health system policymakers, organ transplantation
program planners, organ donation associations, clinical transplant teams, counselors, and mental
health professionals. Implementing. this. approach can facilitate the development of practical
guidelines, targeted educational programs, and supportive and therapeutic interventions tailored to
the needs of both parties.

Finally, the findings provide a foundation for future research on the psychosocial outcomes of organ
transplantation and'may contribute to improving the quality of care, preventing potential adverse
effects, and enhancing the ethical and human-centered experience of the organ donation process.

In general, the unpleasant consequences can be divided into two main groups for both the organ
donorfamilies\and the organ recipients:

Requesting people to contact is a common phenomenon in these cases. In the context of psychology,
this reques can be influenced by several psychological phenomena. Firstly, humans often engage in
mental preoccupation with memories of lost deceased persons and use them to rekindle pleasant
feelings(28429). Secondly, revisiting memories of a beloved person or object can alleviate the pain
and suffering associated with their loss(28, 30, 31), to the extent that techniques like reminiscence
therapy and refresh memory are used as therapeutic approaches to reduce the distress of
bereavement(28-31).

Finally, the grief resulting from organ donation within the organ donor families differs from grief
associated with other losses. The experience of grief in organ donor families can be influenced by
common feelings of guilt arising from their role in granting permission for organ donation from the
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deceased body(11, 32, 33). Additionally, uncertainty regarding the outcome of the donated organ
(both in terms of the recipient's physical health and the fairness of the recipient selection process
based on their ethical and social qualifications), can leave an incomplete residue of grief. This may
motivate donors to strive in any way possible to learn about the fate of the donated organ and the
recipient(11, 32).

"When I called them, I explained that I didn't want to bother them. I don't want anything. I just want
to know if you paid for the organ transplant or not?" (Quoted from one of the donor's mothers)
Determining to what extent an occurrence of contact can meet the above needs or exacerbate failure,
suffering, and pain can be considered one of the criteria for decision-making regarding issuing a
contact license and assessing its consequences.

It appears that in cases where contact leads to sustained adverse outcomes, itiis not worthwhile to
tolerate potential harm, and avoidance is necessary. Therefore, there is a need to design a suitable
and more efficient model to respond to the mentioned needs.

For both organ donors and recipients, training is essential after organ donation. It is necessary to
educate organ donor families that the organ recipient is an independent.individual and cannot replace
the deceased person. Continuous control and frequent communication may cause distress for the
organ recipe. However, an important distinction exists between this type of grief and other forms of
loss. Many organ donor families have decided to end the physical lives of deceased persons in the
final moments. Although medical science has shown that irreversible brain death occurs and the
person passes away in hours or days after that, the best decision in those moments is to donate organs,
nevertheless, witnessing the apparent vitality of a person with brain death creates a sense of hope for
some. It seems that these families experience a form.of unresolved grief after donation and require
professional assistance to cope with this unique loss. Secondly, human nature dictates that when an
individual loses something valuable, any memento or reminder of it creates a pull. This need for
interaction is natural. In many cases, afterdeciding to donate organs, transplant teams, especially the
media, highlight the human aspects_of this decision and commend the courage and timely
determination of donor families. However, the emotions and thoughts experienced by these families
(such as incomplete grief, the .need for emotional support, feelings of loneliness, etc.) are less
recognized by mental health professionals“and organ donation teams. Proper education and
professional psychological support can prevent many unpleasant consequences and reduce the need
for frequent contact.

In recipients, control by-the organ donor family can be distressing also. They prefer to have
independence and not request anything for their health or the organs they receive. On the other hand,
the need for appreciation and gratitude has been observed in many recipients.

This study also supports previous reports that many organ donor families prefer to be informed about
the fate of the\dohated organs. Additionally, a significant portion of recipients is inclined to have
some form of connection with the organ donor families to express gratitude and appreciation.
However;.there are also organ donor families and recipients who do not wish to have any contact
with each other. Therefore, there is a need to design a flexible model based on privacy, independence,
informed choice, and freedom, which can mitigate unpleasant consequences and promote pleasant
consequences when One of two sides requests contact, respecting the conditions of the other side.
Furthermore, necessary education should be provided to both groups regarding potential unpleasant
consequences.

In the end, it should be noted that this study was conducted on a small group of organ donor families
and recipients who have somehow experienced contact. It appears that reaching a more definitive
answer to the question of whether contact between organ donor families and organ recipients is
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permissible or not, is contingent upon conducting further studies on individuals who have not had
the contact experience.
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