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ABSTRACT

Purpose: This study was conducted to determine the feelings and experiences of parents of children who underwent liver transplantation.
Method: The study was carried out between July 2019 and October 2021 at the liver transplant institute of a university in eastern Turkey. The
population of the research consisted of the parents of 14 children (N=28) hospitalized in the clinic. Purposive sampling was used as the sampling
method and 22 parents were included in the study. The data were collected face to face by the researchers with a survey and a semi-structured
form and analyzed using the thematic (descriptive) analysis method.

Results: From parents' experiences; emotions (Sadness, Fear/Anxiety, Helplessness, Regret, Joy/Happiness, Hope/Despair, Guilt, Distress), family
relationships (Conflict between family members, Inability to spare time for other children, Role change), social relationships (social isolation) and
financial Four main themes were created: challenges. As a result of the study, it was determined that mothers experienced feelings of sadness,
disappointment, guilt and helplessness when they first learned about their child's diagnosis, while fathers were very upset. It was determined that
when the mothers were told that they needed an organ transplant, they saw this as a ray of hope and salvation from the disease and applied to
become donors. It was determined that all fathers quit their jobs due to their children's illness and experienced financial difficulties.

Conclusion: It was determined that parents whose children received liver transplantation mostly felt sad and experienced difficulties. In order for
nurses caring for children undergoing liver transplantation to provide holistic and family-centered care, it is important to determine the needs of
parents during the transplantation process and implement the necessary nursing interventions.
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OZET

Amag: Bu ¢aligma, karaciger nakli uygulanan ¢ocuklarin ebeveynlerinin duygu ve deneyimlerini belirlemek amaciyla yapildi.

Yontem: Calisma Temmuz 2019-Ekim 2021 tarihleri arasinda Tirkiye'nin dogusundaki bir iiniversitenin karaciger nakli enstitiisiinde
gerceklestirildi. Arastirmanin evrenini klinikte yatan 14 cocugun (N=28) ebeveyni olusturdu. Ornekleme yontemi olarak amacli 6rnekleme
kullanildi ve 22 ebeveyn g¢aligmaya dahil edildi. Veriler anket ve yar1 yapilandirilmig bir form ile aragtirmacilar tarafindan yiiz yiize topland1 ve
tematik (betimsel) analiz yontemi kullanilarak analiz edildi.

Bulgular: Ebeveynlerin deneyimlerinden; duygular (Uziintii, Korku/Endise, Caresizlik, Pismanlk, Seving/Mutluluk, Umut/Umutsuzluk,
Sugluluk, Sikint1), aile iligkileri (Aile tyeleri arasinda c¢atisma, Baska gocuklara vakit ayiramama, Rol degisikligi), sosyal iliskiler (sosyal
izolasyon) ve mali zorluklar olmak iizere dort ana tema Olusturuldu. Caligma sonucunda annelerin ¢ocuklarinin tanisini ilk 6grendiklerinde {izlinti,
hayal kirikligi, sugluluk ve garesizlik duygular1 yasadiklari, babalarin ise ¢ok iiziildiikleri belirlendi. Annelere organ nakline ihtiyaglart oldugu
sOylendiginde bunu bir umut 15181 ve hastaliktan kurtulus olarak goérdiikleri ve dondr olmak i¢in bagvurduklari belirlendi. Babalarin tamaminin
cocuklarinin hastalig1 nedeniyle isten ayrildiklar: ve maddi sikint1 yasadiklari saptandi.

Sonug: Cocuguna karaciger nakli yapilan ebeveynlerin ¢ogunlukla iiziintii duyduklar ve zorluk yasadiklar belirlendi. Karaciger nakli yapilan
cocuklara bakim veren hemsirelerin biitiinciil ve aile merkezli bakimi sunabilmeleri i¢in ebeveynlerin nakil siirecindeki gereksinimlerinin
belirlenmesi ve gerekli hemsirelik girisimlerin uygulanmasi 6nem tagimaktadir.

Anahtar Kelimeler: Cocuk; duygu; deneyim; karaciger nakli; ebeveyn

Giris
Today, liver transplantation is the only treatment option for children who have liver functions deteriorating
to a life-threatening extent due to various causes, acute or chronic liver failure (Agar et al., 2021; Cuenca et

al., 2017; Petersen et al., 2019). For this reason, liver transplantation has become routine practice at several
transplant centers worldwide (Nikeghbalian et al., 2021). Advancements in the field of liver transplantation
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have led to an increase in the survival rates of children (Acar et al., 2021; Cuenca et al., 2017; Getsuwan et
al.,2020; Parmar et al., 2017). After pediatric liver transplantation, the one-year survival rates of patients have
been reported as 83.5% in Europe, 87% in Turkey, 83% in Iran, and 85% in the United States (Basturk et al.,
2016; European Liver Transplant Regisrty, 2019; Kwong et al., 2020; Nikeghbalian et al., 2021).

Although liver transplantation saves the lives of children and increases their life expectancy, it is a stressful
and difficult process for the families of children (Butsriphum et al., 2020; Cousino et al., 2017; Sarigol et al.,
2017). In addition to not being able to find donors for the transplant, the substantial nature of the surgery, and
mood swings about losing their children (Cousino et al., 2017), parents also experience emotional problems
such as concerns about the complications that could develop after transplantation and unknowns about the
process, fear, and regret (Cousino et al., 2017; Denny et al., 2012; Lerret et al., 2020). Moreover, having to
leave their homes and even the city of their living, failing to perform their roles for other family members,
increases the financial burden to be brought by the process and future-related concerns also lead families to
experience psychological problems (Cuenca et al., 2017; Lerret et al., 2020). It has been reported that more
than half of parents whose children have received liver transplants experience posttraumatic stress disorder
(Kaller et al., 2014) and mood disorders (Butsriphum et al., 2020). Sahin et al. (2016) determined that a
psychiatric diagnosis was made in 65.7% of parents whose children were liver transplant candidates (Sahin et
al., 2016). In a systematic review carried out with parents of children who received organ transplants, it was
found that the parents usually experienced posttraumatic stress, and their mental health problems increased
(Cousino et al., 2017).

For parents, children are valuable individuals who are seen as their future, brought up with care, educated,
and supplied with their needs by using one’s all resources (Acar et al., 2021). Therefore, in organ
transplantation, parents become donors to restore their children’s health (Kikuchi et al., 2015). This transforms
the parent from a healthy individual to a surgical patient (Agerskov et al., 2019; Kikuchi et al., 2015). The
organ donors of children were their parents in 95% of the participants of the study conducted by Zhang et al.
(2014), while this rate was 87.6% in the study by Gokge et al. (2011) (Gokge et al., 2011; Zhang et al., 2014).
It was reported that half of the donors of liver transplants in the United States in 2017 were the relatives of
children, whereas the Japanese Liver Transplantation Society stated that 95% of donors were the parents of
the children requiring liver transplants (Kwong et al., 2020; Umeshita et al., 2016). Yuen et al. (2019) found
that 51.9% of the donors of such transplants were mothers, 48.1% were fathers, and according to the Japanese
Liver Transplantation Society, 55% of donors were mothers (Umeshita et al., 2016; Yuen et al., 2019).

The donor status of a family member (Li et al., 2021), the mother’s prolonged duration of stay at the hospital
due to the care of the child, and the father’s attendance to work affect the family system significantly (Cousino
etal., 2017; Evgin et al., 2013; Karabudak & Conk, 2018; Kikuchi et al., 2015; LoBiondo-Wood et al., 2004).
This situation assigns family members and parents additional tasks other than their basic care roles (Agerskov
et al., 2019; Evgin et al., 2013). After transplantation, children are completely dependent on their parents in
the provision of their healthcare needs. In general, the mother takes on the care of children, and the father
takes on financial responsibilities (Karabudak & Conk, 2018). This prevents parents from spending enough
time for themselves and with other family members and looking.

Their other healthy children, and it leads them to experience distress because they cannot be with these
other family members (Acar et al., 2021; Evgin et al., 2013). Furthermore, it has been determined that due to
their insufficient social support and inability to participate in social activities, parents feel loneliness (Acar et
al., 2021; Evgin et al., 2013), and as a result of this, they experience tensions in their marriage relationships
(Acar et al., 2021; Kikuchi et al., 2015). As a consequence of these problems they experience in the caregiving
process, parents may experience some health problems including fatigue, burnout, hopelessness, and anxiety
(Evgin et al., 2013). The health statuses of the parents play a critical role in protecting and increasing the level
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of the child’s health (Butsriphum et al., 2020; Denny et al., 2012; Zhang et al., 2014). Therefore, alleviating
the problems experienced by parents of children receiving liver transplants as much as possible is among the
basic duties of nurses.

In the literature review that was conducted in this study, no study that was conducted in Turkey to determine
the emotions and experiences of parents of children with liver transplants could be encountered. In the scope
of holistic care for protecting and improving the lives of children receiving liver transplants, it is important to
determine the emotional hardships and needs experienced by parents in the transplantation process. Therefore,
this study was conducted for the purpose of revealing, explaining and defining the subjective emotions and
experiences of the parents impartially and comprehensively.

Material and Method

Study Design
This qualitative study was conducted phenomenological design.

Study Time and Location
This study was carried out between July 2019 and October 2021 at the liver transplant institute of a
university in eastern Turkey.

Study Population and Sample

The population of the study consisted of the parents of 14 children (N = 28) hospitalized in the mentioned
clinic. This study used the purposive sampling method. Of parents, 2 mothers and 2 fathers were not included
in the study due to language problems. In addition, the participants included 22 parents, including 12 mothers
and 10 fathers because the father of one of the children did not agree to participate in the study, and the parents
of another child were not together. The sample included parents who were literate, did not have any visual-
hearing impairment, were able to verbally communicate, and agreed to participate in the study.

Data Collection Instruments

To collect the data, a form was prepared by the researchers based on the relevant literature (Karakavak and
Crrak, 2006 Yayan and Diiken, 2019) which consisted of two parts was used. While the 1st part included
questions on the demographic characteristics of the participants, the 2nd part included questions on their
emotions and experiences (Table 1).

Data Collection Procedure

Data were collected by the researchers using the face-to-face, in-depth and semi-structured interview
method (Maxwell, 2012). Before the in-depth interviews, the permission of the participants was received to
use an audio recording device. All participants gave permission for audio recording. For prevent data loss
during the in-depth interviews, while one of the researchers asked the questions to the participants and took
notes in written form, the other researcher recorded the audio. Each interview lasted approximately 30 to 60
minutes. The interviews were held in an allocated room where the participants could be left alone with the
researchers in a way that would ensure their privacy to the maximum degree. During the interviews, the
researchers avoided using judgmental, instilling, directing and negative statements and attitudes towards the
participants. The interviews were completed when the responses of the participants started to repeat, and the
researcher reached a point of data saturation.
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Table 1. Interview questions

Could you tell me what you felt when you learned about the diagnosis of your child for the first time?
What did you feel when you were told that your child had to get a liver transplant?
How did the liver transplantation process affect your relationships with other family members?

How did the liver transplantation process affect your social life? Could you elaborate?

Ethical Approval

Before starting the study, institutional permission was obtained from the Medical Center, ethical approval
was obtained from the University Health Sciences Non-Interventional Clinical Studies and Publications Ethics
Committee (Decision No: 2019/378), and informed consent was obtained from the participants by providing
them with information about the study. In the text where the use of a voice recording device is specified, it
has been ensured that the privacy of identities and voice recordings is guaranteed. The research was conducted
in compliance with the Helsinki Declaration.

Data Analysis

After all interviews were completed, the guantitative data were analyzed in terms of frequency, mean,
standard deviation, and percentage values. The qualitative data were analyzed using the content analysis
method to derive replicable and valid results on the content of the data (Graneheim & Lundman, 2004). To
ensure the validity and reliability of the study, the first researcher read the collected data and listened to the
audio recordings, the recordings were manually transcribed, and a collective text file was created. The created
text file was read several times, and the statements of the participants were coded comparatively, firstly based
on the most frequently stated points, similar points and identical points, and then, based on different points.
The coded data were combined in a meaningful way to create themes. An independent researcher who is an
expert in qualitative research methods reviewed the text and created the themes and sub-themes of the
statements (Graneheim & Lundman, 2004; Maxwell, 2012). The themes created by the independent expert
and those created by the researcher were compared, and they were determined to be similar.

Study Limitations
The study was limited to parents of children who had liver transplants at a university hospital; hence, their
experiences cannot be extrapolated to other regions

Results

The interviews were conducted with a total of 22 parents, including 12 mothers and 10 fathers. The mean
age of the mothers was 32.00+10.41, and the mean age of the fathers was 36.90+7.68. While 50% of the
mothers and 80% of the fathers had primary-secondary school degrees, all families but two were living in
another city. 91.7% of the mothers were not working, 60% of the fathers left their jobs due to treatment of
their children, and the income levels of 75% of the families were low. 75% of the families had 1-2 children,
and the child who was given the liver transplant in 58.3% of the families was their first child. All participants
applied for becoming donors. All transplants belonged to live donors, and 5 of the donors were the fathers of
the children.

As a result of the content analyses of the interviews, four themes were created, in addition to sub-themes
under these four themes (Table 2).
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Table 2. Themes

Main Themes Sub-Themes

1. Emotions Sub-Theme 1. Sadness
Sub-Theme 2. Fear/Concern
Sub-Theme 3. Helplessness
Sub-Theme 4. Regret
Sub-Theme 5. Hope/Hopelessness
Sub-Theme 6. Joy/Happiness
Sub-Theme 7. Guilt
Sub-Theme 8. Distress
2.Family Relationships Sub-Theme 1. Conflict between family members,
Sub-Theme 2. Not being able to spare time for other children,
Sub-Theme 3. Role change
3.Social Relationships Sub-Theme 1. Social isolation

4.Financial Difficulties

Main Theme 1. Emotions

In this study, it was determined that the participants (n=20) experienced mood swings when they first
learned about the diagnoses of their children and that their children had to get liver transplants. Participants
stated that they felt positive and negative emotions. These emotions are grouped under the sub-themes of
Sadness, Concern/Fear, Helplessness/Sacrifice, Regret, Hope/Hopelessness, Joy/Happiness, Guilt, Distress.

Sub-Theme 1. Sadness: In this study, all participants stated that they experienced emotional breakdowns
including shock and sadness when they first learned about their children’s diseases and the treatment method.
Some participants said they felt very sad due to the continuation of the health problems of their children after
transplantation, the fact that one of their family members was the donor, and problems experienced in the
transplantation process. Some statements of the participants were as follows:

Mother 2: It was terrible, it all went dark. The entire world came crashing about my ears at that moment
(eyes filled with tears while mentioning the situation).

Father 2: | felt horrible when I first learned, | thought everything was over at that time.

Mother 12: Should I be sorry because my husband gave his liver, or sorry for my child... Both tore my
heart out. The day of the surgery left me breathless, | never want to remember that day (started crying but
continued after she wiped her tears).

Sub-Theme 2. Fear / Concern: The participants stated that they experienced concerns and were very afraid
about uncertainties regarding the health of their children and potential negative outcomes after transplantation
such as infection and tissue rejection.

Father 7: My daughter is not well now, she constantly has problems. We are even afraid of going home. |
am afraid every moment at home that she will get worse. We cannot put our heads on the pillow, we rush out
of the bed when my daughter coughs, we have forgotten what sleep is.

Mother 8: I still have concerns about my child’s recovery. I am afraid of my child’s body rejecting the
organ. They say some children reject the new liver after 6, 9 or 12 months.

Mother 12: We took time off and went to Maras last holiday, and it was a terrible experience. My relatives
kept coming and going, the kid caught an infection and had a very high fever, we immediately came back.
Stayed in intensive care for days. | am deathly afraid of someone even touching my child. My mental health is
ruined, believe me. | am terrified that something bad will happen. | used to be so in peace and very happy.
Now, even when | am laughing, | laugh with hesitation, as if we are on the brink of something [bad] happening.

Sub-Theme 3. Helplessness: The case of one’s children who are considered the most valuable things they
have in life experiencing health problems and the uncertainty of the process may lead parents to feel helpless.
They demonstrate this helplessness by becoming donors for their children and sacrificing their health.

43



Oltuluoglu and Ozkan JICAH 2024 4(1) 39-51

Additionally, they think donating their organs is the unconditional duty and responsibility of every parent. All
parents who participated in this study had applied to become donors.

Mother 5: | gave up on the world for my child. If they wanted my heart at the time, | would give even my
heart for my daughter.

Father 5: One becomes helpless. We were hopeful of healing with medication, but the doctors said a
transplant was required.

Mother 10: When they said she needed to get a transplant, | became the donor. | was not conscious at all
about where | was or what | was doing. It was as if | started another life. | recited the Shahada while going
into surgery, | was ready for death. | was willing to accept even death so that my daughter could get better.

Sub-Theme 4. Regret: The mothers (n=6) reported that they did not take their children to the doctor when
they got ill first and they felt regret as they witnessed the pain their children experienced. As opposed to the
mothers, none of the fathers expressed regret. Some statements of the mothers indicating regret were as
follows:

Mother 5: My daughter got jaundice. We took her to shrines, but we brought her to the hospital 2 months
later after her jaundice did not go away. They said she required a transplant due to bile duct obstruction.
They said they would be able to remove this obstruction if I had brought her immediately. I am very regretful
for not taking my daughter to a hospital.

Mother 6: I thought he would recover...they are thinking about a second transplant now. I was so regretful
that... My other son gave his liver. I would not let him [give his liver] if [ knew this would be so. | have already
given up on this one [the child receiving the transplant]. Will he recover, will he die... May God also say
‘enough’. I did not know I would be this miserable, suffer this much (messes with her hair and sighs).

Mother 10: Whenever | feel no longer able to endure, | think if only I had not given my liver. If only
whatever could happen (means death) had happened, | say | would have already forgotten by now (her eyes
filled with tears, she went silent for a while and then sighed). | see, my child suffers, | suffer. | sometimes feel
like that and sometimes repent.

Sub-Theme 5. Hope/Hopelessness: In this study, the participants stated that they got their hopes up for the
future of their children especially when they learned that the transplant was successful and observed the
improvements in their children. On the other hand, being aware of the possibility of organ rejection and issues
such as the absence of the desired improvements in the health of the child led them to experience hopelessness.

Mother 1: | started to have hope when | learned that the disease has a treatment. | always had hope, that
my child will have a transplant and get up. ...but [ was still very sad even by thinking about this.

Father 1: The option of transplantation made us afraid at first, but we were hopeful that she would bet
better. Her older brother donated the second transplant, but her body rejected it. I no longer believe she will
get better. The fact that this is her third transplant made up lose hope, but we have to do this.

Mother 6: The world does not revolve around this child. I can no longer bear it. Mine [the case of her
child] is very difficult, those who were here with me recovered and left, and | am here. | want what | have
experienced to be a dream (she was speaking with tears in her eyes and sighing). | have no hope left after the
second transplant.

Sub-Theme 6. Joy/Happiness: Improvements in their children’s health cheer parents up and make them
happy. Most of the participants (n=10) of this study stated their observation of the improvements in the health
of their children and happiness brought by being donors as follows:

Mother 2: I am happy now, my child is well, I am glad | became a donor. People around me strongly tried
to prevent me from doing it, they did not want me to give [my liver], saying that the child was already dead.
Even the doctors said her survival was unlikely, they gave her a 10% chance. | was not expecting this much,
I am very happy.
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Father 5: 1 am very happy that | became a donor for my daughter, and she is improving. | feel better as
my daughter gets better (a smile on his face).

Sub-Theme 7. Guilt: The participants (n=5) reported that they experienced guilt as they were far from their
homes, they could not spend time with their other children, and they were not able to fulfill their
responsibilities.

Mother 4: | am very sad that | am away from my other child, I feel guilt because | cannot spare enough
time, | feel I have left my other child incomplete.

Mother 6: My daughter took some exams. The results of two came out as zero [points]. She is burdened
with the household chores. My entire life has been ruined because of the transplant.

Sub-Theme 8. Distress: The difficulties of the transplantation process and prolonged stays in the hospital
led the mothers to experience burnout. Additionally, the responsibility of their husbands to work, the care of
the child by the mother and economic problems led to distress by affecting their family relationships
negatively.

Mother 6: My husband and | are on very bad terms due to financial and sentimental issues. Fighting every
day... Constantly arguing.

Father 1: We do nothing for ourselves. My family is unrestful... We are all centered around our daughter.
We have no thought or expectation other than her.

Main Theme 2. Family relationships

A child having a transplant affects not only the child but also all family members. Conflicts were
experienced among family members at the stage of applying to become donors. Under this heading 3 sub-
themes were created to be Conflict Between Family Members, Not Being Able to Spare Time for Other
Children, and Role Change

Sub-Theme 1. Conflict between family members: Most participants (n=16) expressed that they had
conflicts with their relatives before transplantation regarding the issue of becoming a donor, and their
communication was disrupted.

Mother 2: My husband’s uncle called my father and said to him that I should not be giving my liver, and I
should let the child die. I was very angry for this, I shouted at him. I said, ‘how could you speak like that! She
is my life.” My husband also did not want me t0 have surgery if the chances of my daughter surviving were
low.

Mother 5: My family did not want me to become a donor. They said, you are young, you can have another
child later. My mother did not hold my daughter in her arms, she never kissed her, she thought her disease
was contagious. | have never talked to my mother [since], | am angry with her. She treated my daughter very
badly, she pressured me. My husband’s family also did not want it [being a donor]. They did not want my
husband to donate his liver, they said ‘he is the father, he should not put himself in a difficult situation” | am
no longer talking to them.

Sub-Theme 2. Not being able to spare time for other children: Almost all mothers (n=12) who were
interviewed stressed that they could not spend time with their other children because they were far from their
homes, and they were very sad about this as this negative affected their other children.

Mother 3: | feel terrible, I cannot be a mother to my other child, always says, that "hospital became your
home, I miss you, mom, why do you not come? Everyone’s mother is with them". Has not spoken to me (crying).

Mother 8: When my son got the transplant, | was away from my daughter for three months, and my
daughter did not come to me when she first saw me the next time. She was brought up by her grandmother.
She calls her ‘mother’. She runs away when she sees me. | get devastated when is see this.
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Father 3: My wife and child are in the hospital. | cannot always be with them as | am working. | am staying
with my mother with our other child. We are all shattered around like this.

Sub-Theme 3. Role change: Due to the patriarchal structure of Turkish society, mothers usually take on
the care of the child. This prevents the mother from performing her roles at home and leads her to experience
sadness.

Mother 6: | am not able to take care of my other children, the others have not seen us for two years, my
daughters are always crying, they want me to come [back home]. My children at home have had many
burdens. They are doing what I should be doing. Their peers are out and about, and mine carry the burden of
cooking and household chores.

Main Theme 3. Social relationships

All parents make many sacrifices to protect the health of their children. All interviewed parents stated that
they gave up on or postponed their own wishes because they dealt with the care of their children, they did not
do anything for themselves, and they did not want to see anyone to prevent their children from getting an
infection. This led the parents to become exhausted. The expressions in this heading were coded and the sub-
theme of Social Isolation was created.

Mother 7: I have not done anything for myself. I cannot even attend my doctor’s appointment. I cannot
leave my daughter by herself. My perspective on life has changed. | sometimes do not want to live, sometimes
want to break everything. Other times, | thank God for coping.

Sub-Theme 1. Social isolation: Some participants (n=18) reported that they reduced the number of their
social interactions to protect their children from infections:

Mother 10: You cannot enter a new environment, you cannot get into crowds, you cannot stay in warm
places, because infection might happen.

Father 5: We do not accept visitors as my daughter is ill, we do not go out. This disease confined us to our
homes.

Mother 12: I have given up on myself. For Allah’s sake, is there life anymore? I have forgotten everything.
I get through my entire day in this room.

Main Theme 4. Financial difficulties

The treatment costs brought about by transplantation, prolonged hospital stays due to the distance of the
transplant center and leaving work because one of the parents is a donor damage the financial statuses of
families.

Father 1: | used to be a driver. We came here from another city for the treatment. | had to quit my job
because we were in the hospital for a long time. My older son at home helps us financially. People in my close
circle did not support us at all. | used up all my money for this surgery. My relatives said, ‘it is not worth it,
let the girl die’. ...but I said, ‘I have one home and I would sacrifice it for my daughter if needed’.

Mother 4: We are financially in a very bad place. Because of my poor financial status, | was not able to
bring my child on time. My husband is now trying to find the money.

Mother 7: We have been strained a lot financially. We constantly changed homes. In her first transplant,
my daughter would cry saying she was hungry, |1 would feed her bread with tomato paste spread on it. Now,
a friend of my husband’s buys our groceries.
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Discussion

Pediatric liver transplantation is a process with many complications (Cousino et al., 2017). This situation
affects parents and other family members from several aspects (Eaton et al., 2016). In this study, parents of
children who had received liver transplants, experienced many emotional, social and economic problems, and
their family relationships had deteriorated

The parents mostly experienced negative emotions such as sadness, fear, concern, helplessness,
hopelessness, and regret. It was seen that parents whose children were diagnosed with chronic liver failure
and waiting for transplants experienced sadness, helplessness, hopelessness, concern, fear, and devastation
(Ghent et al., 2019). Similar studies in the literature have been found that parents experience psychological
problems during the transportation period (Kaller et al., 2014; Kikuchi et al.,2015; McLoughlin et al., 2021;
Thys et al., 2015; Walker et al., 2019). These emotional problems may be explained by the possibility of
parents to lose their children, who are considered the most valuable persons in their lives, risk of tissue
incompatibility, lack of information about the process, financial problems, and insufficient social support.

Parents donate without hesitation with the hope that they can increase their children’s chances of survival
(Agerskov etal., 2019). In our study, all included parents applied to donate their livers for their children. There
are also similar study results in the literature (Agerskov et al., 2019; Ordin et al., 2017). Parents being donors
have led to conflicts between them and family elders. This have led to distress and sadness in the families of
the participants.

In addition to the sadness they experienced before transplantation, the parents who participated in this study
also experienced sadness, regret and concern after transplants. These emotions that were experienced
intensely, especially by the mothers may be associated with their witnessing of the suffering of their children
and the absence of any improvement in the health of their children despite the transplant. Previous studies
have determined that parents experience concern, anxiety, sadness (Lerret et al., 2017; Yadav et al.,2017;
Wright et al., 2017; Zhang et al., 2014) and regret (Mjeen et al., 2011; Wirken et al., 2019; Thys et al., 2015)
because of the uncertainty and unpredictability about the future health of their children, the risk of graft
rejection, and potential complications.

The parents had positive emotional reactions to the treatment. They stated that they gained hope by seeing
transplantation as a way for their children to recover from their disease, they became happy and felt joy. Yadav
et al. (2017) observed that the effects of the long-term psychological stress emerging in relation to a chronic
disease decreased after the transplant (Yadav et al., 2017). Dogan et al. (2020) determined that 92.5% of
parents had positive emotions when they learned that their children would get transplants (Dogan et al., 2020).
It may be argued that parents naturally react positively when they learn that their children have a chance to
survive.

Every family has its normal dynamics (Karakavak and Cirak, 2006). In particular, a significant event such
as the child in the family requiring a liver transplant affects the family dynamics negatively (Lefkowitz et al.,
2014). The mother’s stay in the hospital with the hospitalized child, the working status of the father, or the
donor status of one of the parents may lead to problems such as difficulties in providing care for their other,
healthy children, not being able to spend enough time with them, and not being able to perform household
roles (Ong etal., 2021; Ay, 2019; Sheikhalipour et al., 2019). In our study, the majority of parents experienced
conflict between family members, all parents except two reported that they were unable to spare time for their
healthy children, and they failed to perform their roles in the family. In the study by Yayan et al. (2019), it
was determined by 73.4% of parents experienced changes in their family relationships after transplantation
(Yayan and Diiken, 2019). In their meta-analysis, Kikuchi et al. (2015) reported that parents whose children
received organ transplants experienced their family relationships were disrupted (Kikuchi et al., 2015). Studies
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that have been conducted similarly have revealed problems in the roles and in-family relationships of parents
(Gokge et al., 2011; Altug et al., 2019). To adapt to such changes in family dynamics, family elders
(grandfather, grandmother, close relatives) or the older children of the family take on the duties of the parents.
In our study, it was also determined that household chores were left to daughters, and older male children took
on the roles of the fathers at home.

Parents who have a child who has a chronic disease may be prone to social isolation in their efforts of
staying with their child, caring for them, protecting them from dangers, and covering costs (McLoughlin et
al., 2021; Ong et al., 2021; Yayan et al., 2020; Engin et al., 2021). In this study, it was determined that parents
experienced social isolation. It was determined in the studies by Dogan et al. (2020) about kidney transplants
and Ordin et al. (2017) about liver transplants in children that parents of these children had limited social lives.
The finding in this study that the parents postponed their social lives may be associated with their
characteristics as parents in Turkish culture who have protective behaviors. Kikuchi et al. (2015) found in
their study that parents of children who underwent solid organ transplantation sacrificed social activities to
protect their children's health (Kikuchi et al 2015). Nevertheless, this isolation experienced by parents at a
time where social support is needed most may lead them to experience loneliness, hopelessness, anxiety and,
fear, as well as cause them to perceive life to be meaningless (Yadav et al., 2017; Yayan and Diiken, 2020;
Engin et al., 2021). In our study, some parents expressed that they experienced hopelessness, loneliness,
burnout and fear, and life was meaningless for them. These negative emotions of parents will negatively
influence the recovery process of the child (Karabudak and Conk, 2018; Yayan and Diiken, 2020). It is stated
that the emotional and social support given to parents is important to help them cope with these negativities
they experience (Karabudak and Conk, 2018; Yayan and Diiken, 2020; Giinay and Ozkan, 2019).

In addition to emotional problems, parents may also experience financial problems (Cuenca et al., 2017,
Zhang et al., 2014). It was determined that almost all of the participants experienced serious economic
problems due to reasons such as their low socioeconomic status, having to leave work, and having to change
cities for the transfer process. Yayan and Diiken (2019) reported that there were changes in the work lives of
64.6% of parents, and 71.5% of parents had economic problems (Yayan and Diiken, 2019). Other studies have
also identified economic hardships among parents whose children receive liver transplants (Akbulut et
al.,2020; Cousino et al 2017; Killian, 2017; Lerret et al.,2017; Sarigol, Ordin et al., 2017; Walker et al., 2019).
All these results show that the transplantation process is difficult in many aspects, and especially the presence
of a health problem in the child affects the whole family.

Conclusion and Recommendations

Understanding the experiences of parents of children with liver transplants is crucial to improving holistic
care and comprehensive long-term care. In this study, it was determined that parents of children with liver
transplantation experienced many emotional, familial, social and financial difficulties. Nurses who care for
pediatric patients undergoing transplantation should provide the necessary psychosocial support so that
parents can better cope with the process and preserve the integrity of their family dynamics. In addition, it
should direct them to relevant resources to receive social support services.
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