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Abstract 

Background: Kidney transplantation in children shows excellent long-term outcomes. 

However, parents feel responsible for ensuring that their child adheres to complex 

medical interventions. The dual role – as both parent and medical caregiver – gives rise 

to fatigue, stress and emotional pain. Parental and family functioning are critically 

important to a child’s disease course, development and well-being. 

Objective: To explore the experiences and perspectives of mothers and fathers of 

children with a kidney transplant. 

Design: An explorative study using a qualitative method. 

Participants: Twelve parents (seven mothers and five fathers) of seven children with a 

kidney transplant. 

Approach: A qualitative exploratory study taking a phenomenological-hermeneutic 

approach. 

Method: Semi-structured, individual interviews were conducted. The data were analysed 

using Ricoeur’s theory of narrative and interpretation on three levels: naïve reading, 

structural analysis, and critical interpretation and discussion.  

Findings: Four themes were generated: Kidney transplantation as a turning point, The 

importance of a close collaboration with health care professionals, Being the child’s 

voice, Managing the dual role as parent and medical caregiver in everyday life. 

Conclusion: Child kidney transplantation led to a transformation in the child, on the 

physical, mental and social levels; however, the child was still in need of special 

attention and support. Problems with the kidney graft functioning resulted in frustration 

and disappointment in parents. Teamwork between a child’s parents became evident, in 

coping with the dual role as parent and medical caregiver. Parents aimed to maintain a 

clear structure related to medication and disease-related treatment. A close and trustful 
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included listening to the voice of the child. 

Introduction 

This paper explores everyday life experiences and perspectives of parents of a child with 

a kidney transplant. Kidney transplantation involves paying special attention to the 

child’s health and well-being. Parents need skills to manage complex care and treatment-

related activities, which have an impact on all family members and family life as a whole 

(Tong et al., 2008; Woodgate et al., 2016). In relation to nursing care, and to support 

family health, it is interesting and particularly important to study parental caregiving. The 

study reported in this paper is part of a larger qualitative study of family health, in 

relation to families that include a child with chronic kidney disease (CKD). 

Globally, prevalence rates of children with CKD are rising, with an annual incidence rate 

of 8% (Meguid et al., 2005; Van der Heijden et al. 2004). Further, prevalence rates of 

kidney transplantation for children and adolescents with end stage renal failure in the 

United States, United Kingdom, and Australia and New Zealand were, respectively, 71%, 

89%, and 82% in 2015 (Hamilton et al., 2017).  

Literature review 

Kidney transplantation is the best treatment for the majority of children with end-stage 

kidney failure, given that it provides excellent long-term outcomes in terms of quality of 

life and patient survival (Kim and Marks, 2014; Meena et al., 2020; Wittenhagen et al., 

2014). Over recent decades, clinical outcome has improved significantly (Manificat et 

al., 2003; Smith and McDonald, 2000), driven by advanced immunological development 

and methods, expertise in surgical techniques, improved donor selection (better 

matching) which results in transplant survival (Jahnukainen et al., 2016; Kim and Marks, 

2014; Shapiro and Sarwal, 2010). 

Following kidney transplantation, recipients need to take medication daily, attend 

frequent follow-up consultations, and undergo various clinical procedures, such as blood 

tests, blood pressure measurement, biopsies and hospitalization in case of fever. 

Interview studies, studies of family functioning and health-related quality of life report 
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personal concerns related to risk of graft rejection or loss, re-transplantation and 

mortality (Cousino et al., 2017; Fredericks et al., 2014; Mantulak and Nicholas, 2016; 

Walker et al., 2019a). 

A number of recent interview studies, including a systematic review of qualitative studies 

(meta ethnography), show that parents of children with end-stage kidney failure are 

challenged in a number of ways (Agerskov et al., 2019; Agerskov et al., 2020; Geense et 

al., 2017; Tong et al., 2008; Tong et al., 2010). Daily life involves parents giving 

attention and taking responsibility in relation to their child’s care needs. Parents need 

information regarding their child’s medication and nutrition, including practical tips on 

how to manage daily routines (Geense et al., 2017; Tong et al., 2008). They experience 

uncertainty about their ability to cope and to perform important, complex medical 

interventions. Further, parents feel a huge responsibility to ensure that their child adheres 

to prescribed medication (Douglas et al., 1998; Mantulak and Nicholas, 2016; Tong et 

al., 2010). To avoid the risk of their child getting an infection, parents take strict hygiene 

precautions (Tong et al., 2010).  

A child’s frequent and extended hospitalization disrupts family life and routines (Tong et 

al., 2010). To parents, hospital visits are demanding (Geense et al., 2017) and they feel 

excluded from decision making related to their child’s development and care, resulting in 

the perception of loss of control (Tong et al., 2010). 

The dual role, as both parent and medical caregiver, gives rise to fatigue, stress and 

emotional pain (Tong et al., 2008; Tong et al., 2010). An interview study involving 

fathers of children with CKD, including transplant, found that fathers coped in relative 

isolation and experienced little support (Nicholas, 2017). However, interviews of 

mothers of children with a kidney transplant described a movement from a place of stress 

and challenges to one that recognized the opportunity for emergence of strength and 

personal growth (Mantulak and Nicholas, 2016). Thus, parents seems to have divergent 

emotional experiences and may cope and approach caregiving dissimilarly. Other 

interview studies have shown that parents need guidance regarding their own personal 

life, their child’s specific needs and how to balance their job and other responsibilities in 

daily life (Geense et al., 2017; Tong et al., 2008; Tong et al., 2010).  
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it is essentially a challenge for parents to manage the child’s psychological issues, 

exacerbated by lack of support and information regarding depression and aggression in 

children (Tong et al., 2010). A meta-analysis and a review found that the mental health of 

the child is a significant focus, because the child’s psychological functioning has an 

impact on transplant outcomes and medical care adherence (Dew et al., 2009; Shellmer et 

al., 2014). Above all, a pilot study examined multidimensional quality of life outcomes 

after kidney transplantation and found a discrepancy between child and parental quality 

of life, with parents reporting a high negative impact on the family, despite their child’s 

good overall general health and quality of life (Anthony et al., 2010).  

Although kidney transplantation can lead to improved child health and well-being 

(Olausson et al., 2006; Tong et al., 2011), a number of interview studies show that 

parents are still in need of both emotional and practical support (Cousino et al., 2017; 

Geense et al., 2017; Mantulak and Nicholas, 2016; Tong et al., 2010; Walker et al., 

2019a). In one study, disruption to family life meant that parents tried to cope as leaders 

of the family unit while, at the same time, facing multiple losses, such as reduced time 

spent with their spouse and children, social restrictions, or restrictions on travel (Tong et 

al., 2010). 

Taken together, the review presents a number of studies with diverse methodology, to 

give a nuanced presentation of the knowledge base. In particular, to narrow the aim of 

our study, a total of ten interview studies, along with one systematic review, with a focus 

on parental caregiving were critically assessed. In order to provide an up-to-date context 

for this study, one study was excluded due to an old publication date (>30 years). 

Parent and family functioning are considered critically important to a child’s 

development, well-being and their disease course. However, based on the review above, 

a greater understanding of family health, dynamics and functioning, from the 

perspectives of both parents, is of particular interest, to achieve insight into family life as 

a whole. Therefore, the objective of this current qualitative study was to explore 

experiences and perspectives of mothers and fathers of children with a kidney transplant. 
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The study was explorative, with a qualitative design. In this part of the larger study, 

individual parents’ experiences of everyday life with a kidney-transplanted child were 

explored, and therefore a qualitative method was chosen (Kvale and Brinkmann, 2014). 

The study took a phenomenological-hermeneutical approach, based on Ricoeur’s theory 

of narrative and interpretation (Ricoeur, 1976; Pedersen, 1999/2005). A 

phenomenological approach was applied because it looks for descriptions of the lived life 

and experiences of parents of a child with a kidney transplant. As the study also seeks to 

reveal the impact of the everyday life situation, a text interpretation is required – i.e. the 

hermeneutic approach. The Consolidated Criteria for Reporting Qualitative Research 

(COREQ) (Tong et al., 2007) were used during the study (See supplementary file 1).  

Setting and participants 

The study took place at one of two Danish centers for pediatric kidney transplantation, 

situated at a university hospital that services a population of 3.1 million people. Children 

with a kidney transplant were followed by both pediatric and nephrology specialists.  

Inclusion criteria: Danish/Nordic/English-speaking parents of children with a kidney 

transplant under the age of 18. The inclusion was done purposively. The first author was 

responsible for participant recruitment. Firstly, all children with a kidney transplant 

attending the outpatient clinic were screened from a list. Next, the parent listed first in 

the child’s medical record was initially asked about the parents’ interest in study 

participation and written information was provided. The information addressed the focus 

of the study; that we were interested in both parents’ experiences and perspectives of 

everyday life in a family with a kidney transplanted child.  

In total, 14 parents (seven families) were invited to participate, during the period May-

November 2019. One parent (a stepfather) declined to participate due to lack of time and 

one father (divorced from the mother) was not asked by the mother. Thus, 12 parents 

were individually informed about the study, signed informed consent forms and were 

included in the study. Table 1 gives an illustration of parents’ ages, age of kidney-

transplanted child, child’s age at kidney transplantation, number of children in the family 

and marital status. >Insert table 1< 
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Data were collected through individual semi-structured interviews (Kvale and 

Brinkmann, 2014). Interviews followed a narrative format, based on open-ended 

questions developed from literature review that related to personal issues and issues 

around daily life with the child. During the interviews, open-ended questions were 

asked, such as: ‘Please, tell me about your experiences of living everyday life with your 

child with a kidney transplant’. The intention in taking a narrative approach was to 

encourage the participants to relate about their experiences and perspectives of 

everyday life in the family and what was important to them. Individual interviews 

allowed the parents to talk about things that they might not address in dyad or family 

interviews. Interviews took place in the participants’ homes to make the interview 

situation comfortable for them. The first author who was not known to the participants, 

conducted the interviews. She is an experienced researcher and clinical nurse in 

nephrology and family nursing. The interviews, which lasted between 32 and 73 

minutes, were recorded and transcribed verbatim by the interviewer. According to 

Ricoeur, narration allows for a process of reflection in the narrator. This can bring about 

new perspectives into one’s own life, and renders validation among participants 

inappropriate (Ricoeur 1976). For that reason, interpretations of interviews were not 

returned to the participants. 

Data analysis 

Data analysis and interpretation were inspired by Ricoeur’s thoughts on narrative and 

interpretation (Ricoeur, 1976; Pedersen, 1999/2005). The analysis was conducted on 

three levels: naïve reading, structural analysis and critical interpretation and discussion.  

In the naïve reading, the text material was considered as one coherent text and read 

several times, to get an overall understanding of what the text was about, and initial 

impressions were written down. At this level of the analysis, an initial identification of 

semantic content was made (Ricoeur, 1976; Pedersen, 1999/2005).  
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followed by a primary interpretation, by identifying quotations in the text (‘what is said’) 

that illuminated the meaning. By questioning the units of meaning (‘what the text speaks 

about’), a further interpretation was made, which led to the emergence of themes. At this 

level, an operationalization of the findings was performed, in a distanciation from the 

text, by questioning the content. Thus, the structural analysis opened up the text, 

allowing for a broader interpretation (Ricoeur, 1976; Pedersen, 1999/2005).  

In the critical interpretation and discussion, the analysed themes were further interpreted 

and discussed with theory and research results (Pedersen 1999/2005). The interpretation 

process and discussion formed a dialectic between explanation and understanding, with a 

view to revealing new knowledge and understanding of being parent and caregiver of a 

child with a kidney transplant. Thus, at this final level of the interpretation, the findings 

were incorporated into possible appropriate interpretations, including a discussion of the 

study’s implications for practice and its importance in relation to national and 

international research.  

The entire research team discussed the analysis and the findings.  

Ethical considerations 

All participants were informed about the study, both orally and in writing, in accordance 

with applicable ethical rules (World Medical Association, 2013). Furthermore, they were 

informed that both recordings and written transcripts would be processed and stored 

confidentially. The project was not notifiable to the National Committee on Health 

Research Ethics. The study was approved by the Danish Data Protection Agency (ID-no. 

16/12249). 

Findings 

The initial naïve reading of the entire text revealed that the child’s kidney transplantation 

seemed to lead to various changes as regards the child and everyday life in the family. 

However, even though daily life became easier and the family gradually had more 

opportunities, there were still limitations and challenges to be aware of and attentive to: 
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 Kidney transplantation as a turning point 

 The importance of a close collaboration with health care professionals (HCPs) 

 Being the child’s voice 

 Managing the dual role as parent and medical caregiver in everyday life 

In the following, F and M refer to father and mother, respectively.  

Kidney transplantation as a turning point 

The time around the kidney transplant was remembered as a challenging and demanding 

period: “He had no skin on his bottom and he was screaming and screaming. I remember 

seeing him after he was operated and he looked like a balloon. But maybe one or two 

weeks after the operation, the transformation in X (the child), it was phenomenal” (F2).  

Uncertainty and unpredictability were associated with fear of aggravation and fear of 

losing the child. It was a period in which it was important to support each other as 

parents and be consistent with the child. Although the course of the transplant was 

associated with pain and worries, reduced kidney parameters and improvement of the 

child’s condition were convincingly positive changes to follow. 

However, there were situations where the kidney transplant did not meet the expectations 

of improvement the child's condition:  

“Before he was transplanted, we were told that when he is, all three of us will have a 

whole new life (…) so we carry on every day and hope that now it will start to get better” 

(F5).  

When poor well-being, infections and the need to take many care considerations into 

account continued after the transplant, frustrations and disappointment followed. Hope 

was a faithful companion, but there was concern about whether the child would get better 

and whether transplantation would be the turning point that the family had expected. 

A successful transplant meant that the risk and danger to the child’s life were 

significantly reduced. Previous limitations in the child’s life, because of dialysis, poor 
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and conflicts, were now replaced by positive changes on the physical, mental and social 

level:  

“It is a happy thing when his clothes need to be replaced regularly (because they become 

too small). And then his general well-being, that is, after all, a huge increase in quality 

of life” (F12). Another said: “she kind of had a change of mood after the operation 

(transplant) and when we came home, she became much calmer, relaxed and calm” 

(M10).  

The significant transformation of the child meant that both child and parents had more 

energy, and new opportunities arose for what one could do together as a family. For the 

vast majority, the transplant was a turning point, which meant that everyone in the family 

got better and that everyday life became calmer. 

The importance of a close collaboration with HCPs 

There was a need for close cooperation with HCPs in relation to the child’s treatment:  

“I would like to know plans for blood tests and blood test results”, and “why are you 

(HCP) doing that, when you don't usually do it? I like to keep track of things” (F4).  

The collaboration was based on mutual trust between HCPs and parents:  

“And we can manage that trust, and we do not abuse it (…) we make the choice, we think 

it is what is best for him (the child)” (M11).  

The collaboration was also based on being helped and supported at times when the adults 

were in doubt about their roles as both parent and medical caregiver and if difficult 

information had to be communicated to the child:  

“I was in doubt; when do I tell her (the child) what is going to happen? That she has to 

have a kidney transplant, that even if she gets it, the kidney may only last for 15 years. 

When do I tell her those things? Can she grasp it? Can I accommodate her in it and calm 

her down and protect her? I think that was difficult” (M10).  
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own feelings, could leave the parents in need of support and someone to talk to. 

Collaboration with the HCPs thus had to be based on a high degree of trust, where 

dialogue, professional expertise and experience formed the framework for important 

decisions with and around the child, through long processes. 

Being the child’s voice 

Hospitalization was a familiar part of the family’s everyday life. The child’s condition 

had to be carefully assessed and the severity of the symptoms had to be addressed and 

taking action on:  

"I can read his body, I can read his vascular signs, I can see how it all becomes marbled 

and the lips turn pale" (M11).  

Often, both parent and child knew the symptoms of the disease, had good experiences of 

hospitalization:  

"If he has a high fever, he says...’Dad, I think I should go to the hospital’... then he can 

cheer up by going there” (F9).  

The risk of kidney graft rejection led to a particular vigilance in relation to knowing and 

acting on the child’s smallest signs and reactions in the event of a disease outbreak. 

Being admitted involved conditions of both a practical and emotional nature; the parents 

had to divide their time between the hospitalized child and the home, work situations and 

plans had to be adjusted and there was a need for mutual support between the parents. 

As parents, the child’s voice was represented in the course of tests, treatment, 

hospitalization and follow-up: 

“We (parents) are also our child’s voice. If a child begins to show signs of getting tired 

of the ‘system’, then an adjustment must be made" (M11).  

Situations where the child had to attend in clinical examination could be associated with 

experiences that left their mark:  
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screaming and he had two nurses plus his parents holding him down. So, once he had the 

port-a cath all we had to do was blow and count to three. So, that has been a life saver” 

(F2).  

Memories of holding the child down during procedures were associated with anger and 

frustration. The construction of, for example, a port-a-cath gripper that provided secure 

intravenous access re-established trust and control. Creative solutions could also make 

difficult situations manageable for both child and parents:  

“So, he (the child) has been allowed to choose a number, and we told them (HCPs) that 

today X has chosen that we should count to 59, and they (HCPs) knew that when we 

reached 59, they were to administer it” (M11).  

Involvement through a playful approach was a recognition that the child’s voice was 

important, and it supported the need for predictability, security, and thus the child’s 

willingness to cooperate. 

Managing the dual role as parent and medical caregiver in everyday life 

For the parents, routines, maintaining an overview and taking responsibility for the 

child's treatment were important elements of everyday life. Even though the child had 

also previously taken medication, taking immunosuppressive medication, drinking plenty 

of fluids and applying sunscreen were now crucial:  

“It works very much by routine. He needs his medicine, and he gets it with his breakfast. 

And then he is sent off (to school) with a big can of juice, which he must drink before the 

end of the school day” (F9). Another said: “Every morning, and there is no mercy, if it is 

10 degrees outside and cloudy, then on with the sunscreen. Better just keep it consistent” 

(F4).  

The fixed rhythm in everyday life, in which parents took responsibility as medical 

caregivers and evidently worked together as a team, with follow-up consultations and 

daily medication, were important daily routines that also taught the child the importance 

of adhering to treatment.  
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medication was changed, and there were new, more frequent doses: 

“It has just been totally overwhelming (the medication change). And my phone with all 

the alarms constantly and I could not let myself go to bed until he had got it all, because 

I was afraid to sleep in late. And sometimes I can snarl at him (the child)” (F5).  

Although conflicts were not usually part of everyday life, new and punctual follow-up on 

medication could challenge responsibility and relationships. The parents could feel a 

powerlessness and this led to the child falling victim to the parents’ irritation and 

frustration. At the same time, it was also important to reflect on one’s role and be 

experimental in relation to how, in what situations or at what age the child could be 

involved.  

“That she (the child) can set an alarm so that she can have complete control over it 

(taking medication). So she also becomes a part of it, and does not just think, ‘well, mum 

organises that’” (M10).  

The assessment of when the child was ready and motivated to take some responsibility 

was a question of balance. Tools, such as phone alarms, could help ensure that the child 

complied with agreements made with the parents. Over time, the parents had taken on a 

great deal of responsibility, and some parents were anxious to give it up and trusting that 

the child or other adults could take care of it. 

The child could be challenged by a number of physical and / or cognitive limitations. 

Focus and effort were important for the child to function:  

“He does not develop like the other football players, because he is behind in terms of 

motor function (…) so I follow up on it, and we train a little at home” (F9). Another said: 

“He is very behind academically, so he gets help from an assistant teacher a few hours a 

week, because the concentration fizzles out all of a sudden” (M3).  

Support for the child to function physically, academically and socially was significant, so 

that the child could experience normality: 
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take over. Now he gets the chance to have his childhood back and can participate on an 

equal footing with everyone else” (F4). 

It was key to take into consideration the child’s personality and integrity, and it was 

important to motivate, challenge and help so that the child experienced positive 

interactions in relationships. The parents had dual roles and their tasks and 

responsibilities were multiple, but the transplant was a turning point that changed and 

gave the child a significant improvement in childhood.  

Discussion  

The study showed that the child’s successful kidney transplantation was a turning point 

that led to a transformation in the child on a physical, mental and social level. For the 

family, transplantation meant wider opportunities related to everyday life activities, even 

though the child was in need of special attention and support. Problems with the kidney 

graft functioning resulted in frustration and disappointment, and the constant hope for 

progression in the child’s health. The dual role as both parent and medical caregiver 

could be challenging. Teamwork between parents became evident in daily life in 

maintaining a clear structure related to medication and treatment; however, there could 

be challenges in managing these tasks and having a dialogue with the child. A close and 

trustful relationship and collaboration with HCPs were significant, and included listening 

to the “voice of the child”. 

Similar to other studies, this study showed that the child’s successful kidney 

transplantation was a turning point that expanded the family’s opportunities in everyday 

life (Tong et al., 2008; Nicholas, 2017; Walker et al., 2019a). Nevertheless, we found a 

dilemma about when the parents should inform their child, and share important and 

serious information, about future disease prognosis. This was expressed in terms of 

strong emotions and doubts about how to manage both their own and the child’s feelings 

and reactions. Feelings of being concerned and afraid for the child’s future have also 

been found in other studies (Mantulak and Nicholas, 2016; Tong et al. 2008; Walker et 

al., 2019a. Walker et al. (2019a). Those studies found that worries and an overall anxiety 

that the transplant might fail, or regarding bad test results were followed by feelings of 
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child’s and one’s own feelings and needs in the dual role as both parent and medical 

caregiver left the parents in need of support and someone to talk to. According to a 

review by Hallström and Elander (2005), parents usually try to assess what is in the best 

interests of their child. However, distress regarding the child’s condition prevents them 

from giving attention to the child’s needs and wishes. Thus, parents’ anxiety and lack of 

knowledge may influence their actions. Walker et al. (2019b) found that children with a 

kidney transplant had expectations and preferences regarding information; however, 

information level depended on child age. For younger children, information was used in 

the search for reassurance, while older children and adolescents used information to plan 

for self-management and to become involved in their own care (Walker et al. 2019b). 

Thus, transfer of responsibility and power could be done by being open to the knowledge 

of what is important to parents in their dual role as both parent and caregiver and thereby 

make it possible for the child to be more independent. In our study, parents reflected and 

took various initiatives regarding when to involve older children with a transplant in, 

e.g., taking medication at the right time. However, they found it was a challenge to let go 

of their own responsibility.  

In the current study, we found that, to the parents, a close and trustful relation and 

collaboration with HCPs were important and, in order to maintain control, collaboration 

included detailed insight into test results and reasons for changing medication. The 

importance of support from HCPs is found in other studies; however, as in our study, 

emotional support was not always achieved (Geense et al., 2017; Mantulak and Nicholas, 

2016; Walker et al., 2019a). The work of the German philosopher Jürgen Habermas 

provides an insight into perspectives on improvement in care via communication and 

emancipation (Habermas, 1981). Habermas developed a framework to help understand 

the importance of communication between parties. He states that, if the process is right, 

the outcome of communication is right and, further, good communication is the basis of 

effective communication (Habermas, 1981). Tong et al. 2010 found that parents felt that 

proper communication and support on the part of the HCPs was crucial when managing 

the dual role as parent and medical caregiver, including the responsibility for ensuring 

that their child adhered to the medical regimen (Tong et al., 2010). In our study, we 

found that managing tasks around medication and other disease-related issues (for 
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applying sunscreen) usually became adapted to and integrated into a daily routine; 

however, it could be difficult to adapt to changes in medication. Walker et al. (2019a) 

found that parents felt overwhelmed by the intense and complex demands of managing 

medications, fluids and appointments – and anxious about getting something wrong and 

causing transplant failure. In our study, we found a parallel situation, where one parent 

felt frustrated and powerless and even reacted against the child by snarling at the child. 

To Habermas, communication is the basis of all social activity. Further, understanding 

the factors of power, communication and emancipation can help explain how, although 

parents intend to engage actively in their child’s care, frustration, anxiety and 

powerlessness may be a hindrance to all three factors power, communication and 

emancipation.  

The study showed that conflicting and traumatic situations, e.g., holding the child down 

during blood tests adversely affected and led to feelings of anger and frustration in 

parents. Tong et al. (2008) found that the control of clinical staff over the child and the 

lack of open communication created tension and frustration in parent-staff relationships. 

In another study, Tong et al. (2010) found that some parents recounted having to deal 

with hospital staff who were perceived by the parents perceived to be stubborn and 

insensitive. Power and hierarchal issues are important barriers to address when delivering 

care with no power and lowest rank given to patients, including little or no voice during 

care (Formosa, 2015). We found in our current study that the child’s vulnerability, 

powerlessness and prospects of living with a chronic disease for the rest of his/her life 

led to parents expressing the need to represent their child’s voice. The French 

philosopher Michel Foucault’s thoughts about “what is wrong with the social world” can 

help to throw light on issues of power and knowledge in health care (Foucault, 1975). 

Through his work, we can get a better understanding and appreciation of power-

knowledge relationships between child, parent and HCPs. According to Foucault (1975), 

action is the exercise of power, and power forms knowledge and discourse. However, 

interpreting power allows for the identification of injustice and thereby changes the way 

of practice. In our current study, we found that power was transferred by the parents and 

given back to the child by listening to the child and letting the child “have a say”, by 

deciding a creative/play setting during clinical examination or blood tests. 
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t Thus, the setting around clinical examination changed and the child (and the parents) 

became more powerful. Tong et al., (2010) found that, when HCPs were attentive and 

honest, parents felt reassured and felt that they could entrust their child to the HCPs’ 

care. According to Foucault, power relations interweave in such a way that the one who 

is said to be powerless from one perspective is powerful from a different perspective. 

Hence, in our study, giving back power to the child showed that it became possible to 

challenge and change the balance of power between children, parents and HCPs. 

Strengths and limitations 

There are some strengths and limitations to the study. The main strength is the open, in-

depth individual interviews of both married and divorced fathers and mothers. Interviews 

were held in locations chosen by the participants, making them feel comfortable during 

the interview. In the study, perspectives from both successful and more challenging 

transplantation processes were evident, providing a rich and nuanced data material. It is 

furthermore a strength that the findings were discussed in relation to power, 

communication and emancipation, thereby providing an explanation for the findings in a 

broader context. 

A limitation is that the study represented a small number of families (N=7) and that 12 

interviews were undertaken. However, in this study, the interviews provided a rich and 

nuanced data material and no further interview were carried out. In qualitative research, 

the focus is on the content of the participants’ expression, rather than the number of 

participants included (Kvale & Brinkmann, 2014; Morse, 1993). Thus, we considered 

that scientific quality of the study was discussed in relation to the scientific paradigm 

(Malterud, 2001; Morse et al., 2002).  

Further, in this study, the interviewer’s professional skills as a nurse and her background 

knowledge enabled her to stay compassionate and focused during the data collection. 

Further, self-awareness of her preconceptions created a distance in the analysis; this was 

reinforced by the hermeneutical distanciation in the text interpretation (Dreyer & 

Pedersen, 2009). Thus, trustworthiness of the study was addressed through a systematic 

and reflective research process, followed by the involvement of fellow researchers in the 

data analysis and interpretation of the findings.  
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The study identifies that successful kidney transplantation was a turning point that 

improved children’s health and well-being on a physical, mental and social level. 

However, parental frustration and disappointment were prominent when kidney 

transplantation did not lead to progression in the child’s health. It was evident that 

parents maintained a clear structure related to medication and treatment in daily life, with 

a view to coping in the dual role as both parent and medical caregiver. However, this 

called for parents to take responsibility for and reflect on how to involve the child. A 

potential challenge to the balance of power between children, parents and HCPs and 

thereby the emancipation of the parents and child were enabled by giving back power to 

both the parents and the child. Parents needed support and the benefit of a close, 

supportive and trustful collaboration with HCPs. This included proper communication 

and emancipation of the parents and child. 

Implications for clinical practice  

According to the findings of the study, patterns of power, communication and 

emancipation are core elements to identify in the care of parents and children with kidney 

transplantation. Proper communication within health care settings is an issue that is 

significantly important to address during involvement, participation, and shared decision 

making in care. Proper communication and identifying individual needs of both parents 

and children may balance power and improve care. Thus, this research could inform care 

planning. Care should be organized in a way that addresses experiences of everyday life, 

including concerns and/or emotional dilemmas among parents and their children. HCPs 

should be aware that dialogue with parents, including reflections on experiences, is 

important in giving the best possible support and attention, including the opportunity to 

promote optimal everyday life for the families.  
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t Table 1: Presentation of demographic characteristics of participants and families 

Participant 
number 

Age, 
(participant) 

Gender 

F= female 

M= male 

Marital status: 

Married (M) 

Divorced (D) 

Age of TX 
child 

Child age of 
TX 

Age of other 
children 

1 49 F M 

 

11 1½ - 

 

2 44 M 

3 38 F M 

 

13 12 10 

4 39 M 

5 40 F D (new 
relationship) 

10 9 - 

 

6 44 M D 

7 46 F D 12 4 10 

8 37  F M 7 1½ 12 

9 38  M 

10  47  F D (new 
relationship) 

13 13 25 

11 35 F M 9 6 - 

12 37 M 

 

 




