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ABSTRACT

Purpose: Families play a key role in the decision to donate the organs of people with brain death. However, studies on the
factors affecting the decisions of families and possible emotional difficulties they experience afterwards are insufficient.
In our study, we aimed to investigate donor families’ personal evaluations of the donation approval process and long-term
psychological experiences in their families, such as prolonged grief, depression and restructuring of meaning.

Methods: A total of 24 first-degree relatives of donors who had brain death at least 6 months ago and who gave their
consent for transplantation were included in the study. Demographic data form, Prolonged Grief Scale(PG-13), Grief and
Meaning Reconstruction Inventory(GMRI), and Beck Depression Inventory(BDI) were administered to the participants.

Results: It was found that female gender increased the risk of depression by 13 times(OR=13, p<0.05) and the risk
of prolonged grief by 5 times(OR=5.57, p<0.05). It was observed that the presence of a relative waiting for an organ
transplant increased the risk of depression by 17 times(OR=17.0, p<0.05). It was determined that the risk of depression
increased 1.26 fold by the increase in PG-13 scores(p<0.05), while GMRI scores were not statistically significant in
increasing the risk of depression(p>0.05).

Conclusion: Itis considered that in donor families, especially female gender and witnessing the experience of waiting for
organ transplantation before donation may increase the risk of depression and grief. Programs that will facilitate access to
psychological counseling services for all donor families in the long term is needed.
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OZET

Amag: Aileler, beyin dliimii gerceklesen kisilerin organlarinin bagislanmasi kararinda kilit rol oynamaktadir. Ancak
ailelerin kararlarini etkileyen faktorler ve sonrasinda yasadiklan olasi duygusal zorluklar iizerine yapilan calismalar
yetersizdir. Calismamizda donér ailelerin, bagis onam siireciyle ilgili kisisel degerlendirmelerini ve uzun vadede ailelerdeki
uzamig yas, depresyon ve anlami yeniden yapilandirma gibi psikolojik deneyimleri arastirmayi amacladik.

Yontem: En az 6 ay 6nce beyin 6liimii gerceklesen kisilerin nakil onamini veren birinci derece yakinlarindan toplam 24
goniillii calismaya dahil edildi. Katihmalara demografik veri formu, Uzamis Yas Olgedi (UY0-13), Yas ve Anlam Yeniden
Yapilandirma Envanteri (YAYYE) ve Beck Depresyon Envanteri (BDE) uyguland.

Bulgular: Calismamizda kadin cinsiyetin depresyon tanisi riskini 13 kat (OR=13, p<0,05), uzamis yas tanisi alma riskini
ise 5 kat arttirdidi (OR=5,57, p<0,05), oncesinde organ nakli bekleyen bir arkadagin varliginin ise depresyon riskini 17
kat artirdigi (OR=17.0, p<0.05) bulunmustur. UYO-13 skorlarinin artmasiyla depresyon riskinin 1,26 kat arttigi (p<0,05),
YAYYE skorlarinin ise depresyon riskini arttirmada istatistiksel olarak anlamli olmadigi belirlendi (p>0,05).

Sonug: Olasi sonuglar goz 6niine alindiginda; dondr ailelerinde dzellikle kadin cinsiyetin ve bagistan dnce organ nakli
beklemeye asina olmanin depresyon ve yas riskini arttirabilecedi diisiinilmektedir. Bu sebeple basta bu dzellikte olan
aileler olmak iizere tiim dondr ailelerin uzun vadede psikolojik danismanlik hizmetlerine erisimini kolaylastiracak
programlarin gelistirilmesini nermekteyiz.

Anahtar Kelimeler: Organ bagisi, Beyin dliimil, Nakil, Depresyon, Dondr, Aile

Copyright © 2025 the Author(s). Published by Acibadem University. This is an open access article licensed under a Creative Commons

102 Attribution-NonCommercial-NoDerivatives (CC BY-NC-ND 4.0) International License, which is downloadable, re-usable and distributable
in any medium or format in unadapted form and for noncommercial purposes only where credit is given to the creator and publishing
journal is cited properly. The work cannot be used commercially without permission from the journal.


https://orcid.org/0000-0003-2866-7790
https://orcid.org/0000-0003-3306-3107
https://orcid.org/0000-0002-2845-0586
https://orcid.org/0000-0001-8546-4661
https://orcid.org/0009-0002-7909-921X
https://orcid.org/0009-0007-6261-7646
https://orcid.org/0000-0002-5683-3971

Akdag Emine Merve et al.

Ithough the number of patients waiting for
A organ transplantation is increasing in the world,

the transplantation rates are still insufficient.
Socio-economic status, differences in cultural and
religious beliefs, level of knowledge about donation and
brain death, and the deceased person’s preference for
organ transplantation may affect donation decisions of
families (1,2). It is affirmed that poor communication with
family negatively affects the transfer decisions and a clear,
understandable, empathetic, informative, supportive
communication style with families at the appropriate
time and environment is important, and thus it may be
beneficial to provide communication training to health
professionals working in organ donation coordination
team (3,4). On the other hand, it has been shown that the
quality of communication established with the healthcare
team during this period has a positive effect on the
subsequent psychological processes of families who give
consent (4).

While most people who mourn the loss of a loved one
can return to their daily routines and functions, some
may experience psychiatric disorders such as depression,
prolonged grief and post-traumatic stress disorder (5).
The symptoms observed in the grief process of people
diagnosed with prolonged grief disorder(PGD) are more
severe and take a longer time. Although 6 months have
passed since the loss, the symptoms do not subside
and there is clinically significant impairment in social,
occupational and other areas of functioning (6). Studies
show that grief reactions can vary according to the type
of death, the type of relationship with the deceased, and
the personality traits of those left behind (7).

Studies have shown that restructuring meaning after
bereavement can be a protective factor for prolonged
grief (8). Restructuring of meaning enables re-meaning of
the world, learning after loss, personal growth, exploring
new roles, and adapting. Therefore, the individual searches
for answers to various questions and obtain different
explanations. Interventions to reconstruct meaning have
been shown to have positive effects on the treatment of
chronic grief (9).

Considering the lack of literature, in the present study
we aimed to evaluate the experiences of the relatives
who lost their first-degree family member due to brain
death and gave consent for organ donation, in terms of
their experiences with the donation process and their
subsequent levels of depression, prolonged grief, and
restructuring of meaning.

Material and Method
Participants and Procedure

First-degree relatives of brain-dead donors between
2011 and 2021 who gave consent for transplantation
were included in the study. According to the criteria for
prolonged grief disorder, it was required that at least 6
months have passed since the bereavement. The contact
information of the families was obtained through the
Bursa Region Organ Donors database of the Ministry
of Health Organ Transplantation Institution(OTI). It was
observed that there were 96 donors in the 10-year period
covered by the study. Fourty six relatives of donors could
not be reached because their contact information was
not up-to-date. Fifty relatives of donors were contacted
by phone and 24 of them agreed to participate in the
study. A questionnaire prepared with Google Forms was
sent to the relatives of donors who agreed to participate
in the study. Ethics committee approval was obtained
from Bursa Yiiksek ihtisas Training and Research Hospital
Clinical Research Ethics Committee.

Measurement Tools

Demographic data form: This form, which includes items
to question the sociodemographic variables (such as
age, gender, education,etc.) and the experience during
decision-making process (such as closeness to the
deceased, the age of the deceased, cause of death,
beliefs about having sufficient knowledge about brain
death and the donation process, environmental support
for transplantation, time after transplantation,etc.), was
prepared by the researchers and applied to all participants.

Beck Depression Inventory (BDI): 1t is a self-report scale
that evaluates depression from cognitive, emotional
and physiological aspects (10). The cut-off score was
determined as 17 in the Turkish validity and reliability
study (10). An increase in the scores obtained from the
scale indicates an increase in depressive symptoms.

Prolonged Grief Scale (PG-13): It is used to diagnose and
to measure symptom severity of prolonged grief, and its
Turkish validity and reliability study was conducted by
Isiklietal (11). The PG-13 contains 11 Likert type questions
and two “yes/no” questions, which evaluate symptoms
of separation distress and other cognitive-emotional
behaviors specific to PGD. The increase in the total scores
obtained from the 11 items of the scale indicates an
increase in the severity of the symptoms of prolonged
grief (6).
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Grief and Meaning Reconstruction Inventory (GMRI): lts
Turkish validity and reliability were performed by Keser
and Isikli (12). Exploratory Factor Analysis showed that
the Turkish version of the scale has 27 items and 4 sub-
dimensions as continuing bonds, personal growth,
emptyness-meaninglessness and sense of peace. As
the scores obtained from the scale increase, the level of
restructuring of meaning increases.

Statistical Analysis

Study data were analyzed with the IBM Statistical
Package for the Social Sciences for Windows 26.0 package
program(SPSS 26.0-IBM, NY, USA). Demographic and
clinical characteristics of the participants were evaluated
with descriptive statistical analyzes such as number,
percentage, and median. The relationship between the
BDI, GMRI and PG-13 scores were analyzed by Spearman
Correlation Analysis. To investigate the effects of clinical
variables about deceased and donation process on
the risk of depression and prolonged grief, Univariate
Binary Logistics Regression Analysis was performed. The
efficiency of PG-13 and GMRI scores in increasing the
risk of depression diagnosis, and the efficiency of BDI
and GMRI scores in increasing the risk of prolonged grief
diagnosis was examined by Multivariate Binary Logistic
Regression Analysis. A value of p<0.05 was accepted as
significant for all analysis.

Results

The sample of our study consists of first-degree relatives
of 24 donors who gave transplant approval. Of the
participants, 14 were male (58.3%) and 10 were female
(41.7%). A total of four participants (16.7%), three women
and one man, were diagnosed with prolonged grief. A
total of 6 people (25%), five women and one man, and
75% of those diagnosed with prolonged grief received a
score of 17 or higher on the BDI. It has been observed that
an average of 2,6 years have passed since the loss. Other
sociodemographic and clinical data are presented in Table
1. As a result of Chi-Square and Mann Whitney U tests, it
was concluded that there was no statistically significant
difference(p>0.05) in terms of regret and demographic
and clinical characteristics.

104

Table 1: Sociodemographic and clinical characteristics of

participants

Characteristics (N=24) n %
Male 14| 583
Gender
Female 10| 41,7
Primary 1141 58,3
. education
Education status Tiah
'gher 10| 417
education
Paren'::s il:\/lot)her 12 50
Closeness to the person you lost and or rather
to whom you gave approval for the Spouse 83
transfer Child 12,5
Brother/Sister 29,2
Disease
resulting in 15| 62,5
sudden death
Suicide 1 4,2
Cause of death Human caused 1 4,2
Traffic accident | 3 12,5
Industrial
accident 2 83
Other 2 8,3
Sudden
unexpected 23| 95,8
How death happens death
Expected death | 1 4,2
Did the person you lost have a Yes 7] 292
known preference regarding organ
transplantation? No 171 708
Did you find the attitude of the Yes 23] 958
hospital staff empathetic, respectful
and supportive during the donation No 1 4,2
process?
Do you believe you have enough Yes 19 792
information about brain death and
the entire donation process? No 5 208
Have you ever regretted your Yes 41 167
transplant decision? No 20| 833
Have you ever needed to consult Yes 13| 54,2
anyone other than healthcare
professionals when deciding on No 11| 458
donation?
If you have consulted, please indicate Relative(s) 8| 615
who you consulted (relative, religious . .
official, etc) Religious official | 5 38,5
. i . . Yes 6 25
Having diagnosis of depression
No 18 75
Havina di is of rol d arief Yes 4| 16,7
aving diagnosis of prolonged grie
B 3 el No 20| 833
18-24 1 4,2
» 25-34 8| 333
Age of the participants
35-44 5 20,8
45 yas Ustu 10| 41,7
Mean+SD 51,42+£16,98
Age of deceased -
Min.-Max. 23-87

SD: Standart deviation, Min.-Max.: Minimum-Maximum
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Univariate  Binary  Logistic  Regression  Analysis
demonstrated that female gender increases the risk
of depression by 13 times (OR=13,p<0.05) and the risk
of prolonged grief by 5 times (OR=5.57,p<0.05), while
presence of a friend waiting for an organ increased
the risk of depression 17 times (OR=17.0, p<0.05).
Sociodemographic characteristics were not statistically
significant factors in increasing the risk of prolonged grief
(p>0.05)(Table 2).

Table 2: Factors that increase the risk of diagnosis of depression

and prolonged grief

According to correlation analysis, a statistically
significant positive correlation was found between BDI
and PG-13(r=0.672,p<0.001) scores, and a negative
correlation between BDI and GMRI meaningless-
emptyness subscale(r=-0.480,p=0.018) scores. There
was no significant correlation between BDI scores and
GMRI scores(r=-0.199,p=0.350). There was a statistically
significant negative correlation between PG-13 scores
and GMRI total scores(r=-0.410, p=0.046) and sense of
peace(r=0.-518,p=0.010) subscale scores.

Multivariate Binary Logistic Regression Analysis revealed
thatincreased PG-13scoresincreasedtheriskof depression

. . diagnosis by 1.26 times (p<0.05,95%Cl:1.03-1.54), and that
Depression Prolonged grief o o K K
GMRI scores were not a statistically significant variable in
increasing the risk of depression (p>0.05)(Table 3). It was
OR %95 CI OR %95 CI e
found that BDI and GMRI scores were not statistically
significant variables in increasing the risk of prolonged
Age (18-44) 160 | 023-1128 [ 246 | 0222784 [  grief (p>0.05)(Table 4).
Gender (Female) 13,00% | 1,20-140,73 | 557 | 0,48-64,00 Table 3: The effect of PG-13 and GMRI scores on the risk of
depression
. . o
Education status (High 160 | 023-1108 | 067 | 0,08-575 B OR %95 Cl
school and below)
PG-13 0,23 1,26* 1,03-1,54
Relationship (Sibling) 2,50 0,24-2,50 1,29 | 0,11-15,00
GMRI 0,04 0,37 0,95-1,15
OR: Odds Ratio, Multivariate Binary Logistic Regression Analysis, Cl:
Age of the deceased 098 | 092-1,04 | 098 | 0,92-1,05 Confidence Interval, PG-13: Prolonged Grief Scale, GMRI: Grief and
Meaning Reconstruction Inventory
] ) * p<0,05statistically significant
Relatives’ choice of 130 | 018948 | 078 | 0,07-908
donation (Yes)
- - Table 4: The effect of BDI and GMRI scores on the risk of
Adequate information | d arief
about the donation 040 | 005327 | 075 | 0,069,227 prolongedgrie
process (Yes)
8 OR %95 Cl
An acquaintance
waiting for an organ 17,00% | 1,30-223,14| 1,89 | 0,14-24,79
BDI 0,23 1,26 0,91-1,74
(Yes)
Social support for 250 | 0361732 | 1,00 | 012856 GMRI 018 083 | 067-1,04
donation decision(Yes)
OR: Odds Ratio, Multivariate Binary Logistic Regression Analysis, Cl:
o d X K Confidence Interval, BDI: Beck Depression Inventory, GMRI: Grief and
rgan donation wee 013 | 001-1,33 | 1,00 | 012856 Meaning Reconstruction Inventory
participation (Yes)
Discussion
Time since loss 1,06 0,90-1,25 0,94 0,81-1,08
Making the decision to donate organs alone after their
Having Regret (Yes) 099 | 099100 | 099 | 099100 loss c‘an be challenging for family membgrs. Pre\{lc?us
experiences have suggested that the donation decision
is largely determined by the way of mutual interaction
OR: Odds Ratio, Univariate Binary Logistic Regression Analysis, Cl: between the fami|y of donor and healthcare team, and
Confidence Interval inadequate communication may be one of the reasons
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for negative decisions (3). In our study, 79.2% family
members of donors stated that they were adequately
informed about brain death and donation process,
and 95.8% families found the attitude of the hospital
staff to be favorable. Studies show that the concept of
brain death can still be confusing for families, less so in
families who consent to donation (13). Families who are
expected to make quick decisions in the acute period
may understand the medical dimension of the concept
of brain death better in the following period and tend
to view their level of knowledge less in the first period.
It has been shown that organ donation volunteerism
increases with the training provided (14). We recommend
that awareness meetings and training on organ donation
be increased throughout society. For this reason, when
giving information to families; it is thought that it may
be beneficial to use explanatory brochures, offer them
to participate in brain death tests, and give them time
to ask questions and consider (15). The fact that eight of
the volunteers who participated in our study stated that
they consulted other family members before making the
decision may be related to the need to alleviate the burden
of making decisions alone and to be supported. Five
participants stated that they consulted religious officials
to decide on organ donation. On the other hand, the fact
that families who did not consent to transplantation were
not included in our study limited the evaluation of the
effect of religious beliefs on the decision.

Families may be indecisive about donation, so they may
experience regret and even complicated grief afterwards
(16). In a comprehensive study, regret was found in 10%
of those who gave consent for transplantation and in
one third of those who did not (17). In our study, 16.7%
of participants stated that they regretted giving their
consent for organ donation. Although in the literature
regret is associated with sudden loss of a loved one,
not knowing the choice of transplantation, not clearly
understanding the concept of brain death, and situations
where the family is indecisive about consent, in our study,
a statistical evaluation could not be made between regret
and other variables due to the small size of the population
(17). In our study, no relationship was found between
regret and sociodemographic characteristics, depression
and prolonged grief. This difference may be due to the
small sample size of the study group.

Another important finding is that the presence of an
acquaintance awaiting an organ transplant beforehand
increases the risk of depression in donor families by
17 times, but has no effect on prolonged grief. It is

an important finding that waiting in line for organ
transplantation makes people and their relatives prone
to depression. Witnessing the waiting process for organ
transplantation may predispose people and their
relatives to depression. On the other hand, establishing a
clear causal relationship is difficult due to the nature of
depression. However, we recommend not to ignore such
past information in donor families and to be cautious
about subsequent depression processes.

In our study, the average time since loss was found to
be 2.6 years. Although loss-related grief processes and
depression are expected to decrease with the time
elapsed after the loss, no significant relationship was
found between these variables and duration in our study
(18). The changes in grief and depression over the course
of time can be seen more clearly through longitudinal
studies that include acute and chronic period follow-up
after transplantation.

Seventy percent of te participants said that the death
of their relatives were sudden and unexpected, and
they did not know whether they had any preference for
organ donation. It has been shown that if the decisions
are known in advance, they act in accordance with this
decision at a rate of 93%, even if their families do not
think alike (19). In cases where the deceased person’s
preference is unknown, it is thought that the recognition
of these people as altruistic and willing to help other
people motivates their families in the decision to donate
(20). For this reason, although the preferences of the
donors in our study are not clearly known, their relatives
may have given their consent for donation.

Families of donors may have difficulties in coping with
the sudden death of a loved one, the donation decision-
making process, and the aftermath and thus, are at risk
for many psychiatric problems. Although the participants
in our study stated that they did not have a psychiatric
disease and did not receive psychological support, 16.7%
of them met the diagnostic criteria of PGD. This can be
explained by the fact that people culturally meet their
mourning processes as usual and tend to ignore their
psychological needs. There are culture-specific aspects
to the bereaved person’s psychological reactions to loss
and the way they interpret them (21). Although different
rates were found in previous prevalence studies, a recent
comprehensive meta-analysis reported the prevalence of
PGD as 10.3% (22). In addition to studies reporting that
the rate of PGD in families who gave donor consent was
similar to those who did not, there are also results showing
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that there is a high rate as 46% of donor families with a
diagnosis of complicated grief (23). In a study conducted
in our country, the PGD rate was found to be 11.4% and
differences in prevalence rates may be related to factors
such as the variety of measurement tools used and the
cultural characteristics of donor families (11).

In our study, it was found that female gender increased
the risk of being diagnosed with prolonged grief by 5
times and the risk of being diagnosed with depression by
13 times. It was found that educational status, relationship
level, age of the deceased, sufficient information about
the donation process, and the time elapsed after the loss
were not effective factors in increasing the risk of long-
term grief diagnosis. There are studies in the literature
showing that female gender, being single, low education
level, advanced age and poverty pose risks for PGD (24).
The different results in our study may be due to the small
sample size.

It is known that the female gender is a risk factor for the
development of depression (25). This predisposition is
suggested to be related to the biological structure, and
socio-cultural characteristics of women. Men'’s less use
of emotion-focused coping strategies after negative
life events and less likelihood of being affected by the
thoughts and emotions of others may be related to this
result (26).

The overlap of some of the symptoms of PGD and major
depression and the high comorbidity rates between
the two disorders pose a diagnostic challenge (27). It is
thought that accepting complicated grief as a subset
of major depression and trying to treat it may lead to
underdiagnosis of prolonged grief, being untreated, or
misdiagnosed and treated as depression and anxiety (23).
Therefore, in our study, symptoms of depression and PGD
were evaluated with two different scales. In consistent
with the literature, a good linear correlation was observed
between the PGS and the BDI scores. In multiple regression
analysis, it was found that the increase in the PGS scores
increased the risk of depression diagnosis by 1.26 times
but the increase in the BDI scores did not increase the
risk of prolonged grief. This supports that although both
diagnoses can be comorbid, they are two different clinical
conditions and clinicians should carefully question the
comorbidity of depression in the follow-up of donor
families diagnosed with prolonged grief.

One of the factors that play an important role in the
resolution or chronicity of the grieving process is

restructuring the meaning after loss (12). In the literature,
studies on the restructuring processes of the meaning of
donor families are rare. Communication with healthcare
professionals and positive hospital experience have
been shown to be positively and significantly correlated
with post-traumatic growth (28). In our study, a negative
correlation was found between PGD and sense of
peace subdimensions of reconstructing of meaning
in donor families. The thought that death relieves the
pain of the loved one and puts her at peace, as well as
the preparedness of both the deceased and the person
who gave consent for the death, may reduce the risk of
prolonged grief. For this reason, informing the relatives
of the patient in advance about the patient’s medical
condition and the risk of death and the possibility of
organ donation, and thus giving the families more time
to discuss the donor decision, may reduce the risk of
prolonged grief of donor family members. However, in
Regression Analysis, reconstructing of meaning was not
found to be a statistically significant variable in increasing
the risk of both PGD and depression. In the light of the
previous literature on the positive relationship between
prolonged grief and restructuring of meaning, there is a
need for more comprehensive studies investigating the
effect of restructuring of meaning in assessing the risk of
prolonged grief and depression in donor families.

While some studies report that organ donation has a
positive effect on the grieving process, others do not
support this relationship (29,30). In addition, it has been
stated that the effects of the organ donation decision on
the psychological well-being of the family individuals are
affected by the nature of the social, cultural, and spiritual
factors and the qualification of the bereavement (30).
It is known that there are many families who describe
themselves as happy and peaceful because of their
decision to donate, although thinking that their relatives’
organs are living with other people can sometimes cause
emotional turmoil for families. Donating the organs of
their loved ones can make donor family members feel
that they are continuing their legacy through the organ
recipient. Furthermore, the feeling that help and favors
are given to those in need can increase families’ ability to
cope with bereavement.

Limitations

Due to the pandemic conditions, our study was planned
as an online survey study. The limitations of our study are
the lack of face-to-face interviews, the small sample size,
and the inability to compare the findings with families
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who did not give consent for transplantation. Another
limitation of our study is that there is a wide time interval
from six months to ten years between the donation
decision and the evaluation.

Conclusion

Our results revealed that female gender and being familiar
with awaiting organ transplantation before donation are
important variables in terms of depression risk in donor
families, and reconstructing of meaning is not an effective
factor in increasing the risk of both PGD and depression.
It can be argued that comprehensive studies involving
participants from different religions and cultures, and
comparing families who accept and do not accept to be a
donor will make significant contributions to the field. It can
be recommended to evaluate donor families in terms of
depression risk, especially those who are female and have
an acquaintance who is waiting for an organ transplant,
to develop programs that will facilitate the access of risky
individuals to psychological counseling services, and
to train health professionals who provide information
transfer to use strategic communication methods.
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