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Abstract  

Aim and objectives: To explore experiences and the significance of relationships and 

dynamics among family members living with a child with severe kidney disease.  

Background: Chronic kidney disease (CKD) in children is often incurable, leading to 

irreversible kidney damage. End-stage kidney failure in a child impacts daily life and 

routines, requiring significant social adaptation for all family members. However, little is 

known about how individual family members experience relationships, interactions and 

dynamics within the family. 

Design: A qualitative exploratory study taking a phenomenological-hermeneutic approach. 

Method: Data were collected through semi-structured individual interviews with seven 

fathers, seven mothers, five children with end-stage kidney disease and five siblings. The 

data were analysed using Ricoeur’s theory of narrative and interpretation, on three levels: 

naïve reading, structural analysis, critical interpretation and discussion. The COREQ checklist 

has been used (See Supplementary File 1). 

 

Results: All family members experienced relationships within and outside the family as a 

significant part of everyday life. The wellbeing of the sick child had an impact on the 

dynamics and emotional wellbeing of all family members. Siblings were in need of support; 

however, being fair could be challenging for parents.  

 

Conclusion: Chronic kidney disease in a child has an impact on family dynamics and on the 

relationships between family members. Family members are vulnerable and in need of 

practical help and emotional support from close relatives, friends, health professionals and 

other individuals around them. 

  

Relevance to clinical practice: In clinical practice, the ability to reflect on, or interpret, a 

range of situations by initiating a dialogue is essential to shape both an individual 

perspective as well as the perspective of the entire family unit. 
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Introduction 

This study explores how individual family members experience the significance of 

relationships and dynamics in living with a child with end-stage kidney disease (ESKD). This is 

an important area of nursing practice, because it raises some major issues around care and 

support for the whole family.  

 

Chronic kidney disease (CKD) in children is often an incurable condition that leads to 

irreversible kidney damage. Progression of the disease is divided into five stages, ranging 

from chronic kidney damage with a normal function (Stage 1) to ESKD requiring renal 

replacement therapy (Stage 5) (Kidney Disease Improving Global Outcomes [KDIGO], 2017). 

Congenital malformation and hereditary nephropathies are the main causes of ESKD in 

children with an incidence of about 5 to 10 children per million each year (Harambat et al., 

2012, Ploos Van Amsel et al., 2018). Children with ESKD need renal replacement therapy or 

transplantation to survive, and their death rate remains 30-fold higher than for healthy 

children (McDonald and Craig, 2004, Chong et al., 2017). Thus, children with ESKD face 

lifelong increases in morbidity and mortality, together with reduced quality of life (Francis et 

al., 2018) and health-related quality of life (Moreira et al., 2015, Splinter et al., 2018). 

 

Background 

ESKD in a child impacts daily life and routines, which requires significant social adaptation 

for all family members (Tong et al., 2008). Children with CKD have an increased incidence of 

psychiatric disorders, of which depressive symptoms, anxiety and cognitive impairment are 

the most prevalent (Marciano et al., 2011, Kilis-Pstrusinska et al., 2013, Kogon et al., 2013). 

Furthermore, they experience social stress, isolation and dependency on others and are 

often unable to attend school and leisure-time activities, which can lead to feelings of 

frustration and of being different to their healthy peers (Nicholas et al., 2011, Tjaden et al., 

2012). One study furthermore found that children and adolescents had to accept 

restrictions to activities, as a result of symptoms, pain, and undesirable treatment 
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procedures (Nicholas et al., 2011). However, young people with ESKD also seemed to be 

able to employ problem-focused and emotion-focused coping strategies and develop 

resilience (Muhammad et al., 2016).  

Parents constitute a core element of, and are responsible for, the family’s wellbeing, 

dynamics, and social and emotional functioning. Parents need emotional support from 

peers, friends and health care professionals to help them cope with their child’s disease 

(Geense et al., 2017, Tong et al., 2010). They find it difficult to combine supporting their 

partner, talking about their feelings regarding the child’s disease, and coping with siblings’ 

feelings of being neglected (Geense et al., 2017).  

 

Parents of children with ESKD often have to provide a number of treatment and care 

interventions on a daily basis, which can lead to feelings of being burdened (Tong et al., 

2008, Tong et al., 2010). Care and treatment of children with ESKD is often complex. 

Managing an everyday life with a child on haemodialysis has a long-term impact on a variety 

of psychosocial areas, including the parents’ relationship, social lives and mental well-being 

(Tong 2008). Further, thoughts about the child’s need for a kidney transplantation causes 

reflections of finding a suitable donor and fear of onset of dialysis treatment and the need 

of being referred to the transplant waiting list (Agerskov et al. 2019). In addition, parents 

experience difficulties in balancing the needs of their child with their other responsibilities, 

such as work, social life and other family members’ needs (Law et al., 2019). Thus, parents 

experience high levels of stress and emotional turmoil (Tong et al., 2010). 

 

Relations, interactions and dynamics in and outside the nuclear family constitute a 

significant part of daily life. In addition, the health and emotional and social wellbeing of 

each individual family member are essential to the wellbeing of the entire family. Little is 

known about how individual family members living with a child with ESKD experience and 

cope with these challenges, and how family interactions and dynamics are experienced. In 

particular, the perspectives of the sick child and siblings have been overlooked.  Therefore, 

the aim of this study was to explore experiences and the significance of relationships and 

dynamics among family members living with a child with ESKD. 
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Material and method  

The study was an explorative qualitative study. The approach was phenomenological-

hermeneutic, inspired by Ricoeur’s theory of narrative and interpretation (Ricoeur, 1976, 

Pedersen, 1999/2005). The Consolidated Criteria for Reporting Qualitative Research 

(COREQ) (Tong et al. 2007) was used during the study (See Supplementary File 1). 

 

The participants were recruited from a Danish university hospital. Children with CKD level 4 

or 5 were treated by both pediatric and nephrology specialists in order to observe kidney 

function and well-being, and to treat the kidney disease. 

Inclusion criteria were:  

 Parents of children with CKD levels 4 or 5 under the age of 18 

 Children with CKD levels 4 or 5 between 6 and 18 years of age  

 Siblings between 6 and 18 years of age 

Inclusion was done purposively; all children attending the outpatient clinic and the first 

parent listed in the child’s medical record were screened from a local list, and chosen 

according to specific criteria in relation to the children’s age and level of kidney disease. 

Children below age of 6 years were excluded; however parents of this age group were 

included. The age limit was based on the linguistic development of the children making 

interviews and narrating possible (Kortesluoma et al., 2003, Patel et al., 2016).   

In total, eight families were informed orally and in writing and were invited to participate 

during the period May 2016 to November 2016. Of these, one family declined participation 

because of lack of energy. Informed consent forms were signed by seven parents, five 

children with CKD (level 4 or 5) and five siblings. Table 1 presents family characteristics. 

Insert table 1  

Data collection  

Data were collected through individual interviews by first author who was not known to the 

participant prior to the interviews.  She had a professional background as a clinical research 

nurse and was trained in conducting interviews. Interviews were undertaken in a quiet room 

in the families’ homes without presence of other family members – as the intention was to 
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let the participants narrate in a familiar environment (Kvale and Brinkmann, 2014). An 

interview guide with few open-ended questions was devised and used to cover personal 

issues around daily life in the family. Interviews started with this type of questions: “Please, 

tell me about the significance of being together with friends or other adults”? Questions 

varied between adults and children. Questions to the parents were asked to make 

descriptions and reflections possible. Questions to the children were modified and made 

compatible with their individual and cognitive stage of development. In most cases, 

questions were related to descriptions and experiences during their daily life in the family 

without abstract concepts. If the child did not understand the questions alternative phrases 

were used. All interviews were conducted, recorded and transcribed verbatim by first 

author. The interviews lasted from 7-65 minutes.  

 

Data analysis 

The data were analysed and interpreted using Ricoeur’s theory of narrative and 

interpretation (Ricoeur, 1976, Pedersen, 1999/2005), on three levels: naïve reading, 

structural analysis, and critical interpretation and discussion. The analysis process is 

described in detail in figure 1. 

 

Insert figure 1 

 

The arrows in the figure illustrate a dialectical movement between the parts and the whole 

of the text and, furthermore, that there is a dialectic between explanation and 

understanding that moves the findings from the specific to a universal level (Ricoeur, 1976, 

Pedersen, 1999, Simonÿ et al., 2018). 

 

Ethical considerations 

The project was reported to the Danish Data Protection Agency (ID-number 16/12249), and 

no ethical approval was required. The study was conducted in accordance with applicable 

ethical rules (World Medical Association, 2013). Anonymity was ensured, and recordings, 

transcriptions and notes were stored confidentially. Interviewing children is very different 

from interviewing adults. Parents are the preliminary decision-makers for their children, 
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however in this study children were asked specific about their motivation for participation 

giving them the possibility to refuse. Further, children signed consent forms, which was 

subsequent confirmed by the parents’ signature due to Danish law.   

 

Results  

The naïve reading revealed that all family members considered it significant to be a part of a 

number of different relationships. Relations inside the nuclear family seemed to represent 

an important part of the emotional wellbeing to all family members. Emotional support and 

practical help from significant others seemed to be indispensable; however, in some 

situations, relationships could disappoint. 

 

In the structural analysis, two themes and five subthemes emerged:  

 The significance of close relationships 

o Sharing the sun and wind equally 

o Dealing with a sense of belonging 

 The importance of having relations outside the nuclear family  

o  The unique support from grandparents 

o Contact with the health professionals and other adults 

o The importance of support from friends 

In the following, the themes and subthemes will be further interpreted. (F) refers to father; 

(M) refers to mother; (S) refers to sibling; and (C) refers to child with CKD. 

The significance of close relationships and dynamics in the nuclear family 

Relations between the individual family members affected the wellbeing of the entire 

family. Vulnerability and the need for care and attention were therefore not confined to the 

sick child, but included everyone in the family. 

Sharing the sun and wind equally 

“Sharing the sun and the wind equally” was a metaphor symbolizing the intention of being 

fair.  For example, consider fairness in terms of time, priority, and strength to meet the 
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needs of the sick child and healthy siblings. The parents experienced that, in some areas, the 

child was more vulnerable or restricted, and could be challenged when it came to engaging 

in relationships and social relations outside the immediate family: “It is not that I am fussing 

about him; on the contrary, we (laughing a bit) just have to try to make him a little more 

hard-necked when he goes out into the real world, because he has to start school next year” 

(F1). A distinction was made between familiar, close relationships at home and relations 

outside the home. In the close family circle, consideration was given to the child’s special 

requirements and vulnerability, for instance, when the sick child was fatigued and required 

special extra parental attention. Conversely, the parents tried to make the child robust, to 

be able to cope with challenges outside the immediate family. The parents therefore tried 

to be fair and paid special attention to relationships involving the sick child outside the 

home, which they did not do in the same way for their healthy children. 

The parents had to attend to their healthy children’s need for attention and contact, as they 

could feel overlooked: “Then we (a healthy child and mother) have a nice trip out, where we 

can talk. He helps (with the shopping) and at the same time we can have a chat, and he also 

gets a little reward” (M3). The equalization of the children’s needs for attention through a 

prioritized interaction with the healthy children was important for the emotional wellbeing 

of everyone in the family. For the parents, this compensation could, however, be a dilemma 

between sharing the sun and wind equally in the effort to be fair to achieve a balance 

between the sick child’s need for the parents’ time and attention and the experience that 

the healthy sibling felt overlooked. 

For the parents it was important that, as a couple, they could stand together in difficult 

periods of disease progression and hospital admissions: “We each have our strengths. My 

husband is extremely sensible, and I can quickly get fired up and think a hundred other 

thoughts than the pertinent one. We complement each other well (...) we have been able to 

talk about it and also made room for each other. I usually say he is my rock in all this” (M1). 

The family felt particularly vulnerable and challenged when the disease changed their daily 

life, and led to uncertainty, concern and the need for support. It was therefore important 

that the parents were mutually supportive in difficult situations, where one had to bear 

both the sick child’s pain and the concerns of the healthy sibling. 



9 
 

Dealing with a sense of belonging 

The siblings followed things at a distance, and were quiet and attentive to how their sick 

sibling was. Insecurity arose when deterioration in the disease led to changes in the family 

dynamics: “Then mum and dad were really attentive to him (the sick sibling), and I felt that 

they forgot about me a lot” (S3). Although siblings were not directly involved in the 

challenges that the disease caused e.g. hospitalization, progression of uremic symptoms, 

they were part of a family dynamic and needed care and attention when they felt alone and 

worried about their sick sibling.  

As siblings, it could also be difficult to be sensible and understanding towards the sick 

sibling: “I mean, sometimes, it can get, like, a bit annoying ... argh ... because he is so – But I 

do fully understand that he is tired and I can understand that he also has to rest” (S3). The 

relational ties between the sick child and siblings meant that the healthy siblings monitored, 

worried about and felt for their sick sibling. However, irritation arose when the disease 

brought limitations to togetherness and shared experiences. To ensure wellbeing in the 

family, therefore, there was a need for openness about showing consideration, but also 

about concerns regarding disease progression and thoughts of death. 

Between the healthy siblings, special ties were created and there could be a significant 

togetherness when, for example, the sick child was hospitalized: “The other two (children) 

actually have a really good bond, especially when it happens (the sick child’s hospital 

admissions); I mean, they like to sleep together, for example” (M6). It was important to 

support a unique relationship between the healthy children. It was a strength when they 

were to be looked after by other adults during periods when the parents were taken up with 

the sick child during admissions. 

Admissions and progression of disease symptoms meant that the children with ESKD 

experienced limitations overtime to being with their healthy friends: “I have been away 

from school a lot, and I have not been with my friends, because they live a completely 

normal life” (C3). Not being with friends was associated with deprivation and loss, when 

there was a lack of surplus energy to enter into relationships with healthy friends of the 
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same age. Being without this companionship and not being able to see oneself reflected in 

the normality of one’s peers represented an indescribable sense of lack. 

Therefore, it could be important to join a network of children in the same situation: “It was 

the best (...) it is just great to hear about others who also have a kidney disease, others 

whose situation is a bit like mine” (C3). Being in contact with others in the same situation 

was a joy and a support. It was positive for the experience of integrity, the feeling of 

belonging and for emotional wellbeing. 

The importance of having relations outside the nuclear family  

Relations to others outside the nuclear family e.g. family members of the elderly generation, 

health care professionals (HCP) and friends was important.  

The unique support from grandparent 

It was valuable to be able to rely on and enter into wider family relationships, other than 

those with the close family: “It is great that granny can be here and that granny and 

granddad can drive and that kind of thing” (F2). Being part of the family network was both a 

practical and emotional support that was significant for each family member’s wellbeing. It 

gave a feeling of belonging to a larger circle of relationships with the opportunity to be 

together in both happy and difficult situations. 

For both the sick and the healthy sibling, the connection with grandparents was particularly 

important: “So, if I have to be looked after, I prefer to be with my granny and granddad. I 

often go there on holiday, so I know that place well” (S3). There were close, unique, 

relational ties between children and grandparents, and for the children there was a sense of 

security that both the relationship and the grandparents’ home were well known, and that 

they received special attention, support and recognition outside the nuclear family. 

Contact with the health care professionals and other adults 

In the case of check-ups and admissions, a positive relationship with the health 

professionals was of great importance when the family lived with the unpredictability of the 

child’s illness: “Our experience at the hospital has been really mixed, and it has something to 

do with how things are communicated, that it becomes relationship-building. There is a lot 
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of security in that, and that it is someone who knows our case” (F5). Lack of – or unclear 

expectations of the need for – a good and consistent relationship between the health care 

professionals (HCP) and the family created insecurity and confusion. This was in contrast 

with the experience of dialogue, insight and empathy that gave meaning and coherence in 

the contact and along the care continuum. 

During the child’s everyday life outside the home, it was important – but also challenging – 

to establish a relationship with other adults who took responsibility for the child’s needs and 

any care duties: “There are challenges with frequent toilet visits at school, and I don’t really 

know how to deal with it, because I think the school is backing out a little bit” (F7). Another 

said: “I’d rather not inconvenience others and he shouldn’t be a major burden in the 

kindergarten. It is probably all that about bothering others that I am mostly concerned 

about, when he has to have tube feeding and go more often to the toilet” (M6). There was 

frustration when other adults did not meet the need for the kind of engagement wherein 

the child’s needs would be met. It was a dilemma, because asking for help could be 

perceived by the parents as overstepping the mark, while making demands and setting 

expectations of cooperation with adults in the child’s institution could also be perceived as 

an imposition. 

The importance of support from friends 

It was valuable that some healthy friends and acquaintances showed an interest and 

understanding that one could be emotionally affected by being a member of a family with a 

child with ESKD: “One of my good friends said he could understand that I was upset” (S2). It 

was important to share situations and experiences about the family with others. In this, the 

parents found that people understood that the disease could make the parents upset, and 

that they needed care and support. Having close friends and experiencing support and care 

provided a sense of security. 

But the interest of friends and acquaintances also reflected the lack of insight into the family 

situation: “They have read or heard that you can just get a new kidney and the actual 

situation is completely unreal for them” (F3). Relationships with friends and acquaintances 

could thus bring joy, disappointment and frustration. If there was a lack of understanding on 
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the part of friends about sharing one’s vulnerability and concerns, those friends were 

shunned. 

Meeting other families in the same situation was dependent on, among other things, the 

level of disease progression: “If you start to go out and participate in all of them (e.g., events 

at the Kidney Association), then it brings the disease emotionally very close” (F7). The need 

to enter into relationships where one shared one’s own family situation and gained insight 

into the situation of others was dependent on how the disease affected family dynamics. So, 

even though relationships were incredibly significant for each family member and for the 

family as a whole, relationships with other families in the same situation were something 

that could cross a line, because they brought the disease emotionally too close. Therefore, 

contact with other families with ESKD children was sought when there was a special need 

for support and knowledge about others’ experiences and ways of dealing with everyday life 

and relationships. 

Critical interpretation and discussion 

The study showed how individual family members in families with a child with ESKD 

experienced relationships within and outside the nuclear family as a significant part of 

everyday life. Parents paid special attention to the sick child’s disease challenges and ability 

to cope in social arenas outside the immediate family. However, it could be challenging to 

be fair to their other children’s need for attention. Siblings were in need of support, 

especially when the sick child was hospitalized, but siblings did develop unique and tight 

bonds with one another. The wellbeing of the sick child had an impact on the dynamics and 

emotional wellbeing of all family members. Outside the nuclear family, grandparents in 

particular were of practical help and emotional support. Nevertheless, it was considered 

important that all relationships were based on understanding, empathy and a will to 

support the individual family member as well as the entire family.  

 

In relation to family nursing theory, the whole family constitutes a unit of care. This 

acknowledges the fact that illness in one family member has an impact on the rest of the 

family (Wright, 2013). The study showed that ESKD in a child entails a number of situations 

that have an impact on social settings and relationships, including the family dynamic and 
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the family members’ emotions, making them vulnerable and in need of support. From a 

family nursing perspective, the family includes individuals such as the child with ESKD, the 

sibling(s), the mother, the father and other close relatives, each of whom is a part of the 

whole family system. We found that parents turned to their partner to help them cope with 

emotions and to gain support. Geense et al. (2017) found that CKD in a child had an 

enormous impact on the relationship between the parents and that most of the support 

needed came from the partner. However, parents found it difficult to support their partner 

and talk about feelings (Geense et al., 2017). One study found that fathers commonly 

described their role as remaining strong and being supportive to others in the family, leaving 

them in a position of emotional pain and vulnerability (Nicholas, 2017). Tong et al. (2010) 

found how spousal relationship problems were instigated by conflict and followed by 

emotional feelings such as guilt and blame regarding the child’s disease. However, over 

time, these issues were resolved and spouses became more supportive of each other, with 

feelings of a strengthened relationship. In our study, it was crucial that parents could rely on 

each other, both during daily life and in difficult situations, such as hospitalization or when 

coping and struggling with their child’s unknown disease progression. 

 

During everyday life, siblings constantly had an eye on and paid attention to the sick child’s 

wellbeing. Feelings of being overlooked were prominent when the sick child was in need of 

the parents’ caregiving and support, and in periods during which the parents were 

constantly worried. To our knowledge, experiences from the perspective of siblings have not 

previously been investigated. However, studies have found that parents find it hard to cope 

when siblings suffer from psychological symptoms, jealousy and feelings of neglect and high 

levels of stress caused by their sick sibling’s hospital visits (Geense et al., 2017). Tong et al. 

(2008) found that parents’ family life was disrupted and some parents faced sibling jealousy 

and resentment. In the current study, we found that parents continuously strived to be fair, 

in order to achieve alignment. They paid special attention to empower the sick child to 

behave in social settings outside the family, and also strove to do individual activities with 

the healthy children, to give them special attention and care. One study found balancing the 

whole family’s needs required careful planning and negotiation (Swallow et al., 2011). In our 

study, siblings were in need of support, especially when the sick child was admitted to 
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hospital. We also found, however, that siblings developed unique and tight bonds. This may 

be a strength in situations where the parents need to give their full attention to the sick 

child. Swallow et al. (2011) found that, if one parent stayed home to take care of siblings 

during hospitalization of the sick child, it was a less disruptive situation for the family. Our 

study showed how relationships, interaction and emotions mutually affected each other, 

and how reactions in one family member caused reactions from other family members, 

which then led to further reactions from other individuals. Thus, in relation to family nursing 

theory (Wright, 2013), the family must be seen as a non-static system of interacting 

components – a system that is constantly moving and changing, depending on relations and 

interactions.  

 

We found that close relationships with others outside the nuclear family were an important 

part of the family network. In particular, grandparents were of practical help and an 

emotional support to all family members. We found that a distinction was made between 

familiar, close relationships at home and relations outside the home. It was furthermore 

considered significant to share emotions and to have the feeling that people external to the 

immediate family followed the child’s and the family’s situation. However, if they did not 

grasp the family’s difficult and complex situation, this could lead to frustration and 

disappointment. One study found that talking to friends and family e.g. about the need for a 

kidney donor, could be followed by feelings of vulnerability and disappointment if those 

who were asked declined (Agerskov et al., 2019). Geense et al. (2017) found that parents 

turned to their family and friends for a listening ear, understanding, and sympathy and to 

share their emotions and feelings. Tong et al. (2008) found that parents felt that the illness 

constrained the parents’ social life; however, this improved after kidney transplantation. 

Similar to our study, it was found that friends and extended family provided significant 

practical support; however, lack of understanding of the family situation was commonly 

reported (Tong et al., 2008, Geense et al., 2017).   

 

The child with ESKD experienced how relationships with healthy peers could be difficult and 

challenging. Periods of frequent absence from school and lack of energy to attend 

extracurricular activities resulted in feelings of being different. Therefore, getting together 
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with peer children with ESKD resulted in a positive sense of belonging. Studies have found 

that children with ESKD feel different from the norm, resulting in a sense of exclusion and 

isolation (Nicholas et al., 2011, Tjaden et al., 2012). We found, however, that parents’ need 

to meet peer-parents was dependent on the CKD progression level. 

 

It was important, albeit sometimes challenging and frustrating, to initiate collaboration with 

adults during the child’s day, which included a number of different caregiving activities. 

Another finding was that a close relationship to the HCPs was also considered important and 

depended on how things were communicated. Tong et al. (2008) found how a lack of open 

communication from HCPs created tension and frustration in parent-staff relationships. 

They furthermore found that continuity of care providers reduced parental anxiety. We 

found that dialogue and empathy were of huge importance in order to achieve the feeling 

of continuity and supportive care.  

 

The findings of the current study could furthermore be viewed in relation to interactional 

nursing practice theory (Scheel et al., 2008). The cognitive-instrumental mode of action is 

characterized by being focused, result-oriented and efficient. It comes into play when 

everyday life is structured in a way that balances the needs of the sick child, the siblings and 

the parents. Furthermore, the cognitive-instrumental mode of action focuses on making 

situations during the child’s day in school or kindergarten functional, by delivering 

important treatment and care activities. The moral-practical mode of action comes into play 

when individuals take moral responsibility with a strong motivation to help. The aesthetic-

expressive mode of action comes into play when the HCPs, school teachers or other 

individuals around the family display empathy and show psychological awareness of the 

family’s strengths and vulnerability. It was found that the development of cooperation and 

dialogue was important, as was support for the family’s capacity to shape their individual 

relations and overall situation. Thus, the combination of all three modes of action and a 

family nursing approach is significant to ensuring qualified caring action, including the 

employment of professional judgment related to dynamics and relationships of all family 

members.  
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Limitations of the study 

There are some limitations of the study. The interviewer had a professional background as a 

clinical research nurse and was trained in conducting interviews; however it was her first 

time interviewing children. Therefore, she met several times with an experienced pediatric 

psychologist reflecting on how interviewing children differed from interviewing adults e.g. 

how to modify questions. 

 

The interviews lasted from 7-65 minutes. An interview of 7 minutes is rather short, however 

in qualitative studies the quality of interviews are not aligned with the time span of 

interviews. In this study we experienced that an interview of 7 minutes gave valuable data 

about having a sibling with CKD.   

 

Conclusion 

The study highlight that severe kidney failure in a child has an impact on family dynamics 

and on the relationships between all family members. Family members are vulnerable and 

in need of practical help and emotional support from close relatives, friends, HCPs and other 

individuals around them. In particular, grandparents are a significant help and support. 

Parents strive to achieve a balance between meeting the sick child’s needs and not 

overlooking siblings’ feelings. However, they are constantly in a dilemma, with feelings of 

worry. Parents need to have other adults to rely on. The study clearly identifies that, to all 

family members, it is considered important that relationships are based on understanding, 

empathy and motivation to support the individual family members as well as the entire 

family unit.  

 

Relevance to clinical practice 

The findings of the study indicate that it is essential in clinical practice that health 

professionals give attention to individual family members’ perspectives as well as to the 

entire family’s complex situation. This could be done by initiating a dialogue where 

individual family members can talk about their situation and perceptions of the family 

situation. In nursing care, the ability to reflect on, or interpret, a range of situations by 
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initiating a dialogue is essential in order to shape both an individual perspective and the 

perspective of the entire family unit. 

 

What does this paper contribute to the wider global clinical community?  

 

 The findings of this study provide new and unique knowledge on relationships and 

dynamics when living in a family with a child with end-stage kidney disease. 

 

 The paper demonstrates how the disease has an impact on family dynamics and on 

the relationships between family members resulting in the need for support and 

care. 

 

 The study illustrates how nurses and other healthcare professionals’ should be 

aware that is essential to give attention to individual family members’ perspectives 

as well as to the entire family’s complex situation. 
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Characteristics  N 

CKD child’s gender   

 Male 5 

 Female 2 

CKD child’s age group   

 0-4 years 0 

 5-9 years 4 

 10-13 years 2 

 14-18 years 1 

Siblings’ gender   

 Male 5 

 Female 3 

Siblings’ age group   

 0-4 years 1 

 5-9 years 2 

 10-14 years 4 

 14-18 years 0 

Number of parents   

 Father 7 

 Mother 7 

Table 1: Family characteristics 
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Figure 1: Illustration of the three-level analysis and interpretation process. The analysis process was a 
dialectical process between three analytical levels. 

The structural analysis 

A deeper understanding was achieved by identifying quotations in the text 

(‘what is said’) that illuminated the meaning. 

The units of meaning were questioned (‘what the text speaks about’), which 

led to a further interpretation and emergence of themes.  

The units of meaning emerged from the text.  

The process was dialectical, moving back and forth between parts and whole, 

and between understanding and explanation 

Critical interpretation and discussion 

The findings were further interpreted and discussed in relation to theory and 

other research results.  

A discussion of the study’s implications for practice and its importance in 

relation to international research was conducted.  

The findings were discussed in the research team 

The naïve reading 

Transcriptions were read as a coherent text with an open approach to gain an 

overall understanding of what the text was about and immediate impressions 

were written down 

 

 

 

 




