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t Abstract  

Background: Chronic kidney disease (CKD) in children has an impact on all family 

members. Healthy siblings, in particular, may experience negative psychological and 

emotional symptoms. Little attention has been paid to how they experience everyday 

family life and the impact of their sibling’s disease.  

Objectives: To explore perspectives on and experiences of everyday life among siblings 

of children with chronic kidney disease. 

Design: An explorative study with a qualitative method. 

Participants: seven siblings (7-13 years) of children with CKD (5-16 years) were 
included. 

Approach: The study took a phenomenological-hermeneutical approach. 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: Three themes emerged: The illness is in the background or comes to the fore, 

being concerned for and taking care of the sick sibling, and the importance of bonds with 

relatives or other significant adults 

Conclusion: In everyday life, participants experienced that their sick sibling’s illness was 

either in the background, or came to the fore. They needed to adapt to periods of 

hospitalization. They felt a need to be attentive to, take care of and have concern for the 

sick brother or sister. Conflicts caused feelings of loneliness; however, having 

knowledge about the disease provided security and meaning. Being introduced to the 

health care professionals was significant. It was important to have close relationships 

with friends and other adults, which gave rise to feelings of self-confidence and being 

supported. 

Introduction 

This paper deals with how children experience everyday life as siblings of a child with 

chronic kidney disease (CKD). Being a part of a family is significant for the promotion 

of well-being and self-development. From a nursing perspective, family health is 
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children impacts the everyday life of all family members (Agerskov et al., 2019; 

Agerskov et al., 2020; Cousino et al., 2017). In particular, the healthy children may be 

affected by the fact that the sick child needs the parents’ special attention and 

engagement. With a view to improving care and support for the whole family, it is 

important to gain knowledge about how siblings experience family life, and thereby 

better understand the impact of long-term conditions and dynamics in families with a 

child with CKD.  

Literature review 

CKD in children is a progressive and life-long condition. There are five levels, 

depending on the degree of kidney functioning (KDIGO, 2017). In progressing to end-

stage, to ensure survival the condition requires renal replacement therapy, either in the 

form of dialysis or kidney transplantation (Tx) (Chong et al., 2017). In recent decades, 

paediatric kidney transplantation has resulted in markedly improved long-term outcomes, 

in terms of quality of life, kidney graft and patient survival (Kim and Marks, 2014; 

Meena et al., 2018; Wittenhagen et al., 2014). Nevertheless, children with CKD are 

exposed, and parents often experience difficulties in managing daily life in the family. 

Responsibilities – such as work, social life and caring for the other children – represent 

challenges that parents have to keep in balance, along with tending to the needs of their 

sick child (Agerskov et al., 2019; Agerskov et al., 2020; Cousino et al., 2017; Cousino 

and Hazen, 2013; Geense et al., 2017; Tong et al., 2010). 

Woodgate et al. (2016) investigated how siblings experienced everyday life in a family 

with a child with complex care needs, as being a part of a group. They prioritized their 

relationship with their sick sibling and found it very meaningful. However, they 

characterised being together as siblings as a way to put the family’s needs first 

(Woodgate et al., 2016).  

The sibling relationship is a significant element of one’s role as a brother or sister. 

Sibling interactions include shared experiences and conflicts, which form an important 

part of identity formation and social and emotional development (Goeke and Ritchey, 

2011). The ways in which siblings respond to the illness of a brother or sister depends on 

their respective ages and cognitive stages, along with factors related to family dynamics 

(Batte et al., 2006). Further, how children react to or experience chronic illness in a 
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sibling relationships and communication (Knecht et al., 2015). 

Siblings of chronically ill children experience negative psychological and emotional 

symptoms, characterized as post-traumatic stress (Gan et al., 2017). Further, health-

related quality of life is significantly lower among this group, compared to healthy 

siblings of healthy children (Dinleyici et al., 2019). These conditions may affect how 

they function at school, including social resilience and peer-related difficulties (Gan et 

al., 2017). 

Chronic illness in a child is associated with transitions and changes in family life and 

relationships. It may result in over protection of the sick child and the suppression of 

siblings’ needs. However, siblings develop strategies to help them cope with the 

circumstances (Deavin et al., 2018; Knecht et al., 2015). 

In recent years, healthy siblings of sick children have been included in research; 

however, interviews have mostly been conducted jointly with family members (Deavin et 

al., 2018). Little attention has been paid to how siblings themselves experience everyday 

life in the family and how their sibling’s disease impacts them. A specific focus on the 

siblings’ voice seems to be missing in the field of nephrology. Thus, the objective of the 

present study was to explore perspectives on and experiences of everyday life among 

siblings of children with chronic kidney disease. 

Material and methods 

The study is a part of a larger study to investigate experiences and dynamics in families 

with a child with CKD. In the present part of the study, siblings’ experiences are 

presented with a view to bringing their needs into focus.  

The study adopted a qualitative design with a phenomenological-hermeneutical approach 

based on Ricoeur’s thoughts about narrative and interpretation (Ricoeur, 1976; Pedersen, 

1999/2005). According to Ricoeur, phenomenological descriptions must be applied with 

hermeneutic interpretation to grasp an understanding and meaning of humans´ lived 

experiences. Data were collected using individual, semi-structured interviews (Kvale and 

Brinkmann, 2014). The Consolidated Criteria for Reporting Qualitative Research 

(COREQ) (Tong et al., 2007) was used during the study. 

Setting 
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Inclusion criteria were siblings of children with CKD levels 4 or 5 or kidney 

transplanted, between 6 and 18 years of age. The age range was based on knowledge of 

how children’s linguistic development makes interviewing possible (Kortesluoma et al., 

2003). Purposive inclusion of participants was conducted. Children with CKD were 

screened from a local list; one parent were initially asked about the family’s interest in 

participation, and was given written information about the study. The written information 

invited all family members (child with CKD, siblings and parents). After this initial step, 

the first author contacted the parent and asked whether the family members were 

interested in participating. All families were informed orally and in writing about the 

study. 

In total, 16 families were invited to participate from May 2016 to November 2019. One 

family declined due to lack of energy. Of these 15 families, eight siblings fulfilled the 

inclusion criteria and were interested in participation; however, one sibling was not home 

at the time of the interview. In total, seven siblings, aged between 7 and 13 were 

included. Table 1 presents demographic characteristics of siblings and their families.  

Insert table 1 

Data collection 

Interviews were carried out in the families’ homes, and in all cases except one they 

were undertaken in the child’s room. In one case, the interview was carried out in the 

garden. The family home was chosen with the intention of giving the participant an 

opportunity to talk in a familiar environment (Kvale and Brinkmann, 2014). During the 

interviews, no other family members were present. An interview guide with topics and 

a few open-ended questions was used to cover issues concerning family life. Questions 

asked included: “Please, tell me about your daily life when your brother/sister has to go 

to the hospital” or “Please, try to describe how is it to be a sibling of [name of child] 

who has this kidney disease? What do you feel?” The questions were designed to be 

compatible with the children’s cognitive stages of development (Kortesluoma et al. 

2003). Prior to interviews, all parents made an effort to inform the children about the 
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sadness was planned to be followed-up during a debriefing. All interviews were 

conducted, recorded, and transcribed verbatim by the first author. She has a 

professional background as a clinical research nurse; however, she was not known to 

the participants. The interviews lasted from 15-32 minutes. 

Data analysis 

Data were analysed using the three-stage analysis model inspired by Paul Ricoeur: naïve 

reading, structural analysis, and critical interpretation and discussion (Ricoeur, 1976; 

Pedersen, 1999/2005). To systematize the data, the transcriptions were transferred to 

the database programme NVIVO® (Version 10; QSR International Pty Ltd., Melbourne, 

Australia).  

During the naïve reading, all transcriptions were read and re-read with an open mind. At 

this stage, an initial impression was formed about what the text was about, and written 

notes were taken as an identification of the semantic consent. At this stage, you gain an 

understanding by looking/listening to what it speaks about. From the naïve reading, a 

first insight into the experiences of being a sibling of a child with CKD was gained. 

In the structural analysis, a deeper understanding of the analysis was obtained, by 

identifying quotations in the text (‘what is said’) that illuminated the meaning. From 

meaning units, further interpretation was made, which led to emergence of areas of 

significance. This was done by questioning the units of meaning (‘what the text speaks 

about’). At this stage, there was a dialectical movement from what is said (units of 

meaning) to what is being talked about (units of significance) which led to the emergence 

of themes. The themes were reflected in relation to the naïve reading, the units of 

meaning and the units of significance. At this stage, the analysis and interpretation 

formed a dialectical process, with movements back and forth between parts and whole, 

and between understanding and explanation (Ricoeur, 1976; Pedersen, 1999/2005). Fig. 

1. presents an illustration of the structural analysis. 

Insert figure 1 

In the critical interpretation and discussion, the findings were further interpreted and 

discussed in relation to theory and other research results. Furthermore, a discussion of the 
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research team. 

Ethical considerations 

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

The study followed the applicable ethical rules (World Medical Association, 2013). 

Anonymity was ensured, and recordings and transcriptions were stored confidentially. 

The inclusion of children in a study requires parental consent, because they are the 

decision-makers on behalf of their children. As our intention was for the children to be in 

a position to express their thoughts and feelings freely, we made a particular effort to 

carefully inform them, by way of the parents and interviewer. All the children signed 

consent forms, which were confirmed by the parents’ signatures, in accordance with 

Danish law.  

Findings 
The naïve reading revealed that everyday life was to some extent characterized by 

normalcy. However, at times challenges and feelings of concern for the sick sibling were 

prominent in everyday life. Furthermore, it revealed that the participants considered it 

important to have close relationships with other adults and friends. 

In the structural analysis to three themes emerged  

• The illness is in the background or comes to the fore 
• Being concerned for and taking care of the sick sibling 
• The importance of bonds with relatives or other significant adults 

The illness is in the background or comes to the fore  

In the everyday course of life, the sick sibling’s illness and treatment routines, such as 

taking medication and going to follow-up consultations at the hospital, did not give rise 

to any particular attention: “I feel that it's completely normal, because the only thing is 

that he gets his medicine and that he is sometimes at the hospital (for check-ups), I don’t 

think so much about it” (S7). When the disease and treatment were well regulated, the 

familiar daily routine worked. Concerns and awareness of the disease were in the 

background, and the healthy siblings enjoyed focusing on school and their own interests: 

“On Mondays I go to dance, and on Friday I go to gymnastics, it's at my school, with one 

of my classmates” (S7). Having an active school life and leisure time was of great 

importance on the relational and identity-creation level. But everyday life was also 
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then I also sometimes empty the dishwasher and make food for us” (S6). Family life was 

based on doing things together, with duties and chores, which gave the feeling that 

family life worked when everyone could contribute. 

Being present at check-ups at the hospital and greeting health care professionals (HCPs) 

meant that the children were received and acknowledged as siblings of the sick child: 

“They (HCPs) have also concentrated a little on me, and asked who would take care of 

me” (when parents are at the hospital while their sibling is admitted) (S1). Another said: 

“It was very nice at the start (of the consultation), but at one point I was startled because 

a needle had to go into him (the sick sibling), and then blood ran out of it. I did not 

expect there to be so much blood to be removed” (S3). Being welcomed at consultations 

created insight into what was going on. It was an insight that brought clarification, 

although situations could be overwhelming to witness. 

Familiar everyday life changed when the sick sibling needed hospitalization. The disease 

came to the fore and concerns arose: “The whole family was over there (at the hospital) 

because he had to have surgery. He had his eyes closed because he needed to be 

injected, and he didn't want it to hurt. He also had loads of tubes on him. And then I 

cried (S6). Visiting one's sibling during hospitalization and experiencing that one's sibling 

is in a bad way was associated with discomfort and worry. When procedures affected 

the sick sibling there was a feeling of empathy, but they also felt that they were missing 

something, because everyday life had changed, with the family divided between home 

and hospital. But hospitalization could also lead to family life being lived out in a good 

way at the hospital: “I have slept there with my father (at the hospital while the sick 

sibling was hospitalized), I actually think it is quite cosy. When you are in the room, you 

can hear people walking around and talking in the hallway. There is peace and quiet” 

(S7). Even though the disease came to the fore in everyday life, hospitalization could be 

associated with being together around the sick sibling, and experience togetherness in 

the family with a feeling of closeness. 

Being concerned for and taking care of the sick sibling 

Siblings could be aware that the disease had meant that the sick sibling could have 

trouble with movement and coordination compared to her/his peers, and therefore was 
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had no time (due to illness) to ride a scooter and bike” (S7). The fact that the sick sibling 

was challenged by his physical limitations meant that special attention was paid to 

her/his vulnerability: “Some of his friends started talking about it (that he could not ride 

a bike) and make fun of him about it, and then I tried to protect him, because I thought it 

was a pity, because he can't do anything about it” (S7). Witnessing teasing because of 

illness and limitations led to compassion but also anger and intervention.  

It was considered very important that, as siblings, one could be together, but togetherness 

and play could be limited because the sick sibling lacked the energy: "When I was 

smaller, I would get really annoyed that she didn't feel like doing anything after school, 

because I didn't understand that she was very tired, but I have gained (an understanding) 

of it after a few years” (S2). If symptoms and illness placed constraints on togetherness, 

this was often associated with deprivation and disappointment. The siblings learned to be 

understanding and act responsibly in relation to the sick sibling's situation. 

In situations where the sick sibling's disease situation and health conditions gave rise to 

conflicts between the parents and the sick sibling, the participants were passive 

spectators and worried: “Sometimes it's annoying because he does not always take his 

pills, and then mum and dad often get angry. And in a way, I just have to keep quiet” 

(S3). 

Being present when there were conflicts and disagreements caused the participants to feel 

left out and isolated themselves. When the parents emphasized the problem in the 

conflict, the seriousness became clear, which raised thoughts about what risk there might 

be for the sick sibling: “I have actually become interested in that disease, because I want 

to know what happens if he doesn't take them (the pills) for a long time, if something 

serious would happen or not, because then I wouldn't have to be so afraid of it” (S3). 

The quote shows that conflicts and lack of insight into illness and treatment can lead to 

fear and concern for the sick sibling's health. At the same time, it shows reflections on 

how interest and knowledge could lead to clarification on whether or not one's fear of 

what could happen was well-founded. 

The importance of bonds with relatives or other significant adults  
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than mum and dad. When the parents were fully occupied with the sick sibling's need for 

a hospitalization, attention was drawn to the fact that other adults took responsibility: 

“When he is at the hospital, I have to be at my grandmother's or my grandfather's house" 

(S6). Grandparents and other close relatives were among important people with whom 

they were emotionally bonded, and with whom they could be cared for by. Everyday life 

could change quickly, with the need for adaptability. Therefore, it was important to 

connect with other adults who showed care and supported the child: “My aunt lives right 

across from my school. So, when I go to her and sleep, it's easy. And she has three 

daughters that I play with” (S6). The participants could feel safe going to relatives, 

because they had the experience that their homes were open and the relationships safe. 

There could be many shifts in everyday life when the sick sibling was hospitalized, and 

therefore it was important that they could predict who they would stay with and that their 

wishes would be heard: “I often go on holiday with my grandparents, so that's where I 

would like to be” (S2). Hospitalization could mean that, for certain periods of time, the 

child got a new home and other people became the primary relatives. It was therefore 

also important that one was listened to, about who one wanted to be with and live with. 

It was important to be able to share thoughts and concerns with peers or other adults 

outside the family: “One of my friends said that he could well understand that I was sad 

(that the sibling had to be hospitalized). Our teacher also praised me, because there is 

someone who doesn't want to say it (tell about difficult things), but I want to because I 

think I have a good class” (S1). 

Another said: “It was mostly because of him (the sick sibling), who might have been in 

the hospital or lay there at home and was ill. Then I often had a stomach ache. But I had 

a teacher, she was really good at talking about it with me, because she knew me really 

well” (S2). Telling about what felt difficult gave others an important insight into how 

one felt. It was important that experiences and feelings could be accommodated, and 

likewise, to be acknowledged and accepted by children and adults outside the family. A 

sense of security and trust that other people listened to how illness and worry affected 

them, created a feeling of security and that the network supported and were there for 

them. 
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Everyday life as a healthy sibling of a child with CKD was characterized by the disease 

being either in the background or the foreground, and as having an impact on both an 

emotional and practical level. When limitations challenged the sick child, the participants 

became aware of it and felt a need to protect. Conflicts between the parents and the sick 

child related to disease and treatment brought feelings of being alone; however, it could 

also awaken an interest in knowing about the disease. Being involved at follow-up 

consultations and hospitalization helped the healthy siblings cope with their concerns. 

Hospitalization of the sick sibling indicated a need to adjust to a different daily life, in 

which close relatives, other than their parents, took care of them. Sharing thoughts and 

concerns with friends and other adults afforded feelings of trust and support.  

The study threw light on the possibilities and limitations related to everyday life as a 

sibling of a child with CKD. For a further critical interpretation of the findings, Scheels’ 

interactional nursing practice theory will form the basis of the discussion (Scheel et al., 

2008). Scheel et al. (2008) refer to three corresponding modes of action, devised by 

Habermas: The cognitive-instrumental, aesthetic-expressive, and moral-practical. An 

application of the three modes allows for a discussion across the three themes of the 

study, and the inclusion of perspectives for clinical practice.  

The cognitive-instrumental mode of action  

The study showed that everyday life was based on family life where everybody had 

his or her duties and daily chores. Further, it was significant for the healthy siblings to 

attend school and leisure-time activities. The cognitive-instrumental mode of action 

aims to focus on result-oriented activities (Scheel et al., 2008) and in our study, this 

also included the normalcy to live with a sick sibling who had daily treatment 

routines.  

It was important to the participants to be present at consultations along with the sick 

child. Being introduced to the HCPs gave feelings of being acknowledged as part of the 

sick child’s family; however, consultations could be overwhelming. Medical 

consultations are aimed at problem-solving and efficiency, factors that relate to the 

cognitive-instrumental mode of action. Healthy siblings may thereby be at risk of being 

overlooked, and we found that siblings were not prepared for clinical procedures. In a 

review by Knecht et al. (2015), the authors describe that it is helpful to provide siblings 
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engagement and focus are, however, a key aspect of the cognitive-instrumental mode of 

action, and we found that being welcomed and engaged by the HCPs gave positive 

insight into what the consultations were about.  

Hospitalization of the ill child changed everyday life – which meant that the disease 

came to the fore, thereby requiring the healthy siblings to reorganize their daily lives. 

When the focus of family life moved to the hospital, the participants could follow the 

process with interest and confidence. However, it could be overwhelming to see the sick 

child critically ill, and the parents’ focus clearly on their sick brother or sister. The 

cognitive instrumental mode of action came into play when the interaction in the family 

became one-sided, with the parents’ focus solely on the sick child. Changes in everyday 

life caused by the disease of a sick sibling are reported by Deavin et al. (2018). They 

found that coping, acceptance, and adjustment influenced siblings’ lives (Deavin et al., 

2018). Similarly, in our study, we found that the siblings coped during periods of 

hospitalization and how these periods could be followed by the emergence of concerns. 

Everyday life cannot be lived well, with a specific focus on one family member, and the 

cognitive instrumental mode of action also includes the readiness to change for all family 

members. It was important for the siblings to connect to an everyday life with normalcy 

and schedules for all family members and to be involved during periods of changes.  

The aesthetic-expressive mode of action 

The siblings showed awareness and reacted when the sick sibling was the subject of 

teasing by schoolmates. These situations caused feelings of being emotionally affected. 

The aesthetic-expressive mode of action refers to self-reflection and understanding 

(Scheel et al., 2008). In relation to the siblings’ situation we found that the healthy 

siblings made an effort to show empathy and responsibility, and to protect their sick 

sibling. Knecht et al. (2014) discuss that it is undeniable that children who grow up with 

an ill sibling may be overwhelmed with highly diverse emotions that could affect them 

both positively and adversely.  

It was important to share experiences and concerns with friends and other adults, other 

than the parents. Deavin et al. (2018) synthesized that support for children living with a 

sibling with chronic illness came from family, friends, teachers and support groups. 
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et al., 2018). Similarly, in our study, bonds with other close adults were supportive. 

When seen in relation to the aesthetic-expressive mode of action, the aim is to understand 

how relationships are important and include dialogue, to which everyone in the network 

can relate, along with a reflection on the siblings’ emotional needs and situation. Thus, it 

became evident that, when friends and adults were sensitive and responsive to the 

siblings’ emotional needs, this led to feelings of being comfortable and secure.  

Disease and treatment-related conflicts between the sick child and the parents led to 

adverse feelings in the siblings. Often the siblings withdrew from the social area in the 

home during conflicts. In a study, access to information changed siblings’ attitudes 

towards the disease and its impact (Velleman et al., 2016). Siblings developed insight 

and understanding of the broader situation, and further, understanding sometimes helped 

them to cope with the imbalance of attention between themselves and their sick sibling 

(Deavin et al., 2018). In our study, there were reflections on how knowledge about the 

disease could lead to clarity and alleviate concerns and anxiety. In accordance with the 

aesthetic-expressive mode of action, the siblings related to their self-knowledge, in order 

to assess the seriousness of the disease and the conflict and, thus, their need to be 

worried. The aesthetic-expressive mode focuses on a mutual understanding of the 

siblings’ concerns and feelings of being alone during conflicts. It is therefore significant 

that adults are open and attentive to their child’s experiences and interpret what is 

important to them. Increasing the level of information and involvement related to a sick 

child’s illness should, however, be based on empathy, the child’s age, cognitive level and 

understanding. In our present study, the siblings’ reflections on their self-knowledge 

contributed to forming a degree of clarity and gave rise to opportunities, as opposed to 

limitations in their everyday lives.  

The moral-practical mode of action 

An overall finding in the study was the significance of solidarity in the family, including 

close friendships with schoolmates and other adults. The moral-practical mode of action 

comes into play by showing that all humans are dependent on and involved in multiple 

relationships, as a basic existential condition of life (Scheel et al., 2008). In a review by 

Knecht et al. (2014), the authors reported that family disruptions caused loss of normalcy 
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closer during the time of changes, and even withdrew from social life (Knecht et al., 

2015). The siblings were heavily dependent on close bonds and relationships, and on 

other adults taking responsibility for them during their sick sibling’s hospitalization.  

The sibling reacted by feeling a sense of responsibility and showed understanding when 

the sick child had low energy levels and didn’t want to hang out. The moral-practical 

mode of action is related to giving and receiving, as part of human relations and thus 

includes reciprocity. The participants considered it significant to be included and 

experience family life, even when it was in a hospital setting. Chronic illness in a child 

was associated with transitions for the family as a whole, as well as for the individual 

members (Knecht et al., 2015). The moral-practical mode of action can throw light on the 

healthy siblings’ overall situation and refers thereby to the their ability to shape their 

relations with other people, in accordance with ethical norms. In our study, opportunities 

and limitations in everyday life became prominent in various ways, and required 

individual adaptation by the siblings, when the disease came to the fore. 

Implications for clinical practice 

According to the findings of the study, the cognitive-instrumental mode related to 

everyday life in the family with normalcy and routines; however, it also included 

concerns and a need to know about the disease. The aesthetic-expressive and the moral-

practical modes seemed to represent experiences where it was considered significant to 

be welcomed by the HCPs and to be acknowledged as part of the sick sibling’s family.  

Although the three modes of action have been systematized during the discussion, it is 

however important that they are not considered to be separate from each another. One 

mode of action may be prominent in daily life; however, they all are an integrated part of 

daily conduct of life. 

According to interactional nursing practice, in clinical practice HCPs should consider 

how best to combine the aesthetic-expressive, the moral-practical and the cognitive-

instrumental modes. An appropriate combination and balance between all three modes is 

required to ensure qualified caring action. In the case of our study, it is required in order 

to acknowledge the healthy siblings’ experiences and individual needs and, thus, support 

family health during pediatric consultation and hospitalization.  
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The study has some strengths and limitations to highlight. The small number of 

participants (N=7) and the rather long period of inclusion (2016-2019) may be seen as a 

limitation; however, it is a strength that the study included both siblings of medical 

treated children and children with a kidney transplantation. Further, interviews were done 

individually in the children’s homes without the presence of family members. Interviews 

lasted from 15-32 minutes, which could be viewed as a rather short duration. 

Nevertheless, during the interviews, the interviewer made an effort to create a sense of 

security, so that the child felt comfortable to talk. The interviews included a number of 

rich descriptions of daily life from the participants’ perspective. Sensitive topics and 

reactions like feelings of sadness were planned to be followed-up during a debriefing, 

however there was no need for that. The interviewer had a professional background as a 

nurse in nephrology and family nursing. Her background knowledge enabled her to stay 

compassionate and focused during the interviews. We ensured the trustworthiness of the 

study through a systematic and reflective research process, including the involvement of 

fellow researchers (Kvale & Brinkmann, 2014). 

Conclusion 

Everyday life as a healthy sibling of a child with CKD gave rise to a range of emotions, 

and experiences of living with the disease, which could be in the background and at times 

come to the fore. Family life included experiences of being attentive to, taking care of 

and having concern for the sick child. There was a need to cope and adapt in daily life 

and during hospitalizations; however, being involved and being introduced to the HCPs 

were considered significant. During conflicts between the sick child and the parents, 

siblings felt alone; however, reaching out to gain more insight into and knowledge about 

the disease created meaning. Having close relationships with friends and bonds with 

other adults and relatives was significant and gave rise to feelings of confidence and 

support. 
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Tables and figures 

Participant 
number 

Age, sibling 
(participant) 

Gender 
F= female 
M= male 

Age of child 
with CKD 

Age of other 
siblings 

Total 
number in 
the family 

Treatment of 
child with 

CKD 
1 13 M 8 - 4 Medical 
2 12 F 16 - 4 Medical 
3 10 F 14 - 4 Medical 
4 10 M 13 - 4 Medical 
5 7 M 5 5 5 Medical 
6 10 F 13 - 4 TX 
7 12 F 7 - 4 TX 

Table 1: Presentation of demographic characteristics of siblings and their families 
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Units of Meaning 

What is said 

Units of Significance 

What the text speaks about 

Themes 

Emergence of key themes 

”I've actually become a little 
bit interested in that 
disease, because I want to 
know what happens if he 
doesn’t take the (the pills) 
for a long time, 
whether something serious 
would happen or not, 
because then I wouldn’t 
have to be so afraid of it” 
(S4) 
 

 
There is concern for the sick sibling. 
There is a lack of insight into the 
disease and treatment. 
There are thoughts about how 
knowledge would give clarification 
 

  

 

Being concerned for and taking 
care of the sick sibling 
 

 

Figure 1: Illustration of the structural analysis. The arrows in the figure illustrate how the structural 
analysis is a process involving movement between parts and whole, and between understanding and 
explanation. 
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