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Meanings of being a close relative of a family member treated with haemodialysis 

approaching end of life 

Lena Axelsson, Birgitta Klang, Carina Lundh Hagelin, Stefan H Jacobson, Sissel Andreassen 

Gleissman 

Abstract  

 

Aims and objectives To describe and elucidate the meanings of being a close relative of a 

severely ill family member treated with maintenance haemodialysis coming to the end of life.  

 

Background End stage renal disease together with co-morbidities, haemodialysis treatment, 

and high mortality rates also affect the lives of close relatives, who report burdens and 

impaired quality of life. To improve care more understanding is needed of close relatives’ 

experiences during these patients’ end of life. 

 

Design This study has a qualitative interpretative design.  

 

Methods Fourteen retrospective qualitative interviews were conducted with close relatives 

(aged 48 -93 years) of deceased patients who had been treated with haemodialysis. The 

interview text was interpreted using a phenomenological hermeneutical method in three 

phases. 

 

Results. The findings of the structural analysis were formulated as six themes:  

Striving to be supportive and helpful without doing harm to the ill person´s self; Needing 

increasing strength and support; Balancing the will to help with one’s own ongoing life; 

Increasing responsibility  involving dilemmas; Striving for a good life together in the present 

and Living with awareness of death. 
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Conclusions. Close relatives strive for balance and well-being accompanying their ill family 

member through the end of life. They are facing moral dilemmas and growing demands as 

their responsibility increases with the deterioration of their family member. Support from and 

interaction with the health care professionals is then of significance  

 

Relevance to clinical practice. 

Findings challenge healthcare-professionals in haemodialysis settings to identify close 

relatives’ individual resources and needs towards the patients’ end of life. Healthcare-

professionals in haemodialysis settings need to offer close relatives opportunities to talk about 

the future, and what may be expected at end of life, with or without haemodialysis. They 

should also contact the closest relative after the death as they may need confirmation and 

closure.  

 

Keywords. close relative, death, dying, end of life, end-stage renal disease, haemodialysis, 

phenomenological hermeneutics, qualitative interviews, retrospective interviews 

 

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

 

 Health care professionals should invite close relatives to talk about their thoughts for the 

future and what may be expected at the end of life and give them an opportunity to plan and 

prepare. Also written information, concerning illness consequences for the whole person and 

how to be supportive should be available. 

 

 Close relatives expressed uncertainty about talking of death and dying. After death, some 

close relatives of patients treated with haemodialysis wished they had talked more to their ill 

family member about existential issues. Health care professionals in haemodialysis settings 

should support families in communicating about death. 

 

 Lack of support may leave close relatives feeling alone and abandoned. After death they 

should be contacted by a health care professional at the dialysis clinic where their family 

member was earlier treated to facilitate closure. 
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INTRODUCTION     

The aging patient population with end stage renal disease (ESRD) suffer from the complexity 

of co-morbidities and symptoms (Weisbord et al. 2004; Santoro et al. 2013).  Together with 

high mortality rates (SNR 2012, USRDS 2012) this has called for the need to integrate the 

holistic palliative care approach with nephrology care (Young 2009, Kurella Tamura & Cohen 

2010, Harrison & Watson 2011).Thus the need for the principles of palliative care (WHO 

2002) in the haemodialysis (HD) unit has been put forward (Madar et al. 2007, Noble et al. 

2007, Axelsson et al. 2012a, Axelsson et al. 2012b). Palliative care philosophy addresses the 

needs of both patients and their families (WHO 2002). To develop care in the HD unit more 

understanding is needed of close relatives’ experiences when patients approach end of life. 

 

Background 

Patients undergoing maintenance HD suffer an impaired quality of life (Kimmel & Patel 

2006, Davison & Jhangri 2010) and a significant symptom burden (Davison et al. 2006, Saini 

et al. 2006, Murtagh et al. 2007).The interaction of co-morbidities such as diabetes, cardiac 

disease, cerebro-vascular disease, and peripheral vascular disease add to the complexity of 

their illness (Weisbord et al. 2003, Weisbord et al. 2005). ESRD and its life- sustaining 

treatment have also been recognized to affect the lives of both the patients and their close 

family members (White & Grenyer 1999, Hagren et al. 2001). Family caregivers of patients 

undergoing dialysis experience a significant burden and an impaired quality of life (Lindqvist 

et al. 2000, Belasco & Sesso 2002, Alvarez-Ude et al. 2004, Belasco et al. 2006) influenced 

by both emotions (Belasco & Sesso 2002) and fatigue (Schneider 2004). Dealing with a 

family member’s illness and treatment reduces a person’s freedom and can come to dominate 

the life of the family member (Ziegert & Fridlund 2001, Ziegert et al. 2009). Caring for the ill 
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person at the expense of one´s own health has been described (Ziegert et al. 2006). Patients’ 

experiences of life with HD have also shown a strain on family life (Hagren et al. 2001, 

Polaschek 2003) and when the end of life approaches, dependence on families’ crucial care 

increases as the patients become more vulnerable (Axelsson et al. 2012a). The desire not to be 

a burden is also included in patients’ reasons to discontinue dialysis treatment (Ashby et al. 

2005). A review (Low et al. 2008) of studies involving close persons of patients with ESRD 

identified few studies focusing on their experiences towards end-of-life. They found however 

that close persons experienced lack of preparation and information. A study (Noble et al. 

2013) of experiences of close persons of dying patients where dialysis was not initiated found 

that they struggled to understand the illness situation with uncertain prognosis and death. In a 

review of end-of-life care in different contexts close relatives were found to have complex 

needs in a situation that could change from day to day (Andershed 2006). The complexity of 

patients declining health and the maintenance of life with advanced medical technology also 

affects close relatives. However, research into the lived experiences of close relatives towards 

end of life of patients in HD care is still scarce.  To improve care the perspectives of close 

relatives should be further investigated. 

 

METHODS  

 

Aim 

The aim was to describe and elucidate the meanings of being a close relative of a severely ill 

family member treated with maintenance HD approaching end of life.   
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Design  

This study has a qualitative interpretative design based on a phenomenological hermeneutical 

method (Lindseth & Norberg 2004), inspired by Ricoeur (1976).  The method combines the 

life-world philosophy of phenomenology and the hermeneutic tradition of text interpretation 

to illuminate the meanings of lived experience. The lived experience is individual but its 

meaning can be interpreted from interviews transcribed as autonomous text and thus 

understood and explained as a phenomenon of human experience (Ricoeur 1976, Lindseth & 

Norberg 2004). 

 

Participants and setting 

Participants were recruited from three dialysis-clinics, two in university-hospitals and one 

satellite, situated in an urban area of Sweden. Inclusion criteria were I) being a close relative 

(mentioned in the medical record) of a deceased person who had been treated with HD and 

assessed as severely ill, and whose death therefore was not surprising, II) the ability to speak 

Swedish. With the assistance of a nurse all participants, but one, were identified through a 

search of the medical records of recently deceased patients at the dialysis clinics. The other 

participant was a close relative of a deceased participant of our earlier study (Axelsson et al. 

2012a).  

 

An information letter was sent to selected relatives. The letter outlined the aim of the study, 

the voluntary nature of participation, the right to withdraw participation at any time, our wish 

to audiotape the interview and to use quotations, and the confidential treatment of data.  A few 

days later, the first author telephoned and offered additional information and asked potential 

participants for their consent to join the study. Six people declined to participate because of 

emotional stress or without giving a reason.  
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Fourteen close relatives – two daughters, one son, one sister, nine wives, one husband – 

participated. Participants’ ages ranged from 48 to 93 years. Spouses had been married 

between 45 and 60 years.  

The deceased persons had had besides ESRD a variety of co-morbidities including cardiac 

disease, previous stroke, peripheral vascular disease, diabetes, and cancer. Most had several 

co-morbidities. At four months before death 11 of the patients had lived at home, 2 had been 

in full-time institutional care, and 1 had been in institutional care as respite care. Only one 

died at home. Their age at death ranged from 71 to 87 years. 

 

Data collection  

Fourteen qualitative interviews (Kvale & Brinkmann 2009) were conducted retrospectively 

(cf. Elkington et al. 2004, Williams et al. 2008). All interviews, except one, were performed 

in December 2011 to March 2012. Interviews were conducted 3 to 13 months after the death 

of the family member. Interviews took place according to the participants’ wishes, 5 in 

participants’ homes and 9 in either the participant´s or the interviewer´s private office. The 

participants were encouraged to narrate freely about their experiences and the interviews 

began with an open-ended question: “Please tell me about your spouse´s (parent´s or sister’s) 

end of life”. Audio-taped interviews (23 hours in total) were transcribed verbatim. 

 

Ethical considerations 

Participants were given written and verbal information outlining the voluntary nature of their 

participation, their right to withdraw, the wish to use quotations, and the respect of their 

confidentiality, before they gave their consent to participate. Interviews about the end-of-life 

should be conducted sensitively because of the distress they may invoke, but they may also be 

a positive experience for the interviewee (Scott et al. 2002, Dyregrov 2004, Koffman et al. 
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2012). As interviews might invoke stress a contact at the dialysis clinic was available. 

Participants were also invited to contact the interviewer after the interview. Ethical approval 

was granted by the Ethical Review Board. 

 

 

 

Data analysis 

In the first phase of interpretation, naive reading, the text was read as a whole several times 

with openness and closeness, and an initial understanding of its meaning was formulated. 

During structural analysis, the methodological second phase, all text was divided into 

meaning units (i.e. parts of the text containing a meaning relevant to the aim). Meaning units 

were condensed, abstracted, sorted, and organized into themes. The structural analysis was 

found to support the naive understanding. In comprehensive interpretation, the final phase, the 

naive understanding and the structural analysis were reflected on in the light of relevant 

literature and the authors’ different pre-understandings. The interpretation process involved a 

dialectic movement between understanding the whole and explaining the parts and between 

closeness to and distance from the text (cf. Lindseth & Norberg 2004, Ricoeur 1976). 

 

 

FINDINGS 

Naive understanding  

Being a close relative when approaching end of life of a severely ill person treated with 

maintenance HD means living a life progressively burdened and heavy, but at the same time 

meaningful. It means striving for balance while being supportive through the ups and downs 

of severe illness. The ill person´s weakness increases the relative’s feelings of responsibility 
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and their uncertainties and fears, also involving moral dilemmas. Increasing demands entails 

increasing needs of support and the close relative needs to be acknowledged in the vulnerable 

situation. Being a close relative means striving for well-being in the present and for a good 

end of life of their ill family member, and of their life together. Being aware that death is near 

may still involve feelings of being unprepared, but also of acceptance of having to let go.  

 

 

Structural analysis 

The findings of the structural analysis were formulated as six themes:  

Striving to be supportive and helpful without doing harm to the ill person´s self; Needing 

increasing strength and support; Balancing the will to help with one’s own ongoing life; 

Increasing responsibility  involving dilemmas; Striving for a good life together in the present 

and Living with awareness of death. Themes are illustrated in the text with representative 

quotations from interviews. 

 

Striving to be supportive and helpful without doing harm to the ill person´s self  

Being a close relative means striving to be supportive and helpful without doing harm to the 

ill person’s self. Participants expressed the demanded attentiveness related to the complexity 

of the ill person’s ups and downs, but also to their slow and inevitable deterioration. 

Participants described being ready to step in to help, although they were perhaps not showing 

that readiness. Striving to be supportive involved hiding one’s own feelings of sorrow or 

fatigue to protect the ill person from any feelings of shame or guilt.  

 

I wept in between, I did, but mostly quietly on the side…I did not want to burden him with it, 

that I couldn’t quite cope with it. 
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Participants also strived to shield the ill person’s deteriorating body from any risk of harm. 

However, close relatives expressed that protection also threatened the ill person’s self and 

dignity. 

 

Striving to be supportive also involved striving to encourage the ill person. This however 

involved participants’ uncertainty about whether to talk of death and dying or not. This lead to 

neglecting the ill person’s hints or questions related to death. This avoidance was also 

described as related to feeling incapable to confront one’s fears. Some participants, however, 

wished they had talked more about existential issues; they regretted not knowing whether 

their family member had been afraid. A wife narrated what she would have liked to have 

done: 

 

Been kinder … more understanding … made him more prone to open up and tell me things. 

How he felt, if he were scared… Had I done that I might have been able to help him more. 

  

Supporting the ill person’s self until death was significant for participants, who felt the dying 

family member ought to be recognized as a person by health care professionals. This was also 

important in the relatives’ finding closure with dialysis personnel after the death of their loved 

one. A contact thus confirming them as important was significant. One spouse described her 

feelings when no one at the dialysis clinic contacted her after the death of her husband: 

 

But absolutely dead quiet and that, in dark moments, I can feel disappointed about. 

Because, we were after all a part of their lives and they were part of our life for such 

a long, so long a time. 
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 Needing increasing strength and support 

Narratives revealed that relatives wanted to help, but with growing demands they needed 

increasing strength and support. Among spouses strength were described as being together 

and struggling together. Some expressed involvement as sharing the illness. One spouse said: 

 

Like, it was our disease, it wasn´t only my husband’s disease, it was our disease. 

 

Some spouses described that a long close relationship gave them strength to meet challenges. 

Participants also expressed feeling strength in their satisfaction from helping their family 

member to maintain a good life. Caring gave meaning, and meaning brought strength. 

Participants expressed that they relied on their own inner strengths. Ways of gaining strength, 

such as being at work, going to the gym, or having some form of faith were described. 

Participants also expressed that sharing their own health with the ill person was a way to 

return support they had received earlier in life. Their feeling of having been able to comfort 

the dying person also helped them in their sorrow after death.  

Well, even if it feels burdensome during the process, one feels, in spite of it all, kind of 

content with oneself, knowing that one has done one´s best to ease things for one´s partner. 

 

Support as information and collaboration with healthcare-professionals became more 

important as the illness progressed, and the supporting relative’s responsibilities and questions 

increased.   

 

At such moments it is important that one … gets some support … 

As he was that ill and they knew that he would pass away, because they obviously 

knew that he wouldn´t survive … so. 

Would you have liked to talk more about it? 

Yes, that I would have liked to talk to them about and how and … 
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When do you think you would have wanted that? 

Well, that would have,… that would have been at the end when he was hospitalized 

and earlier as well, because … he attended the dialysis clinic for quite some time 

and they could have informed that this and that might be the outcome but I didn´t 

know that … More information about how, how it will work and … will he be much 

worse and all that kind of stuff, at the end. 

 

Participants also asked for written information, intended specifically for relatives, concerning 

illness consequences for the whole person, what to expect and how to be supportive.  

 

Strength and support was described also in terms of feelings of security and trust in 

healthcare-personnel. The complexity of co-morbidities left family members uncertain who 

was ultimately responsible or could help them to cope with the whole situation. Those who 

experienced having one person, physician or nurse, who they could always contact considered 

this important to their managing the situation. Trust emerged as an central issue as when a 

woman described how a nurse, through mediating security and understanding her situation, 

changed her husband’s last hours from despair and insufficiency to comfort and peace. Being 

acknowledged during their most vulnerable times strengthened the relatives and contributed to 

their feelings of a good ending. It was also vital that the care needs of the ill family member 

were acknowledged. 

When demands and capacities were unbalanced the will to help could change into burden. A 

daughter said: 

 

It felt like, the more chores I took upon myself, the more chores they (care-

professionals) added on. 
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Yes, because they well knew that I carried them out. I fixed it. 

                Sometimes I was very sad and very tired 

At times the burden was too heavy and they became angry and then hopeless and remorseful. 

Imbalance was endurable for a short time when the challenge of caring seemed meaningful, 

but recovery from the caring, concern, and challenge was a long-term process. Not all 

participants, however, expressed experiences of imbalance. 

Lack of support from health care professionals left some relatives feeling abandoned although 

there was support from family or friends. Narratives illuminated that it may be difficult for 

relatives to show their need of support in their most vulnerable times.  

 

There was never anyone asking how I was. Sometimes I could miss that, I thought 

they could well have asked how … Because sometimes when I at night came home 

from the hospital I felt so lonely with everything … 

Like, sitting all by myself here thinking of many things and then I thought, they could 

have sat with me and talked to me when I was there. 

 

Balancing the will to help with one’s own ongoing life 

Some described the ill person’s illness as an influence on the whole family. The will to help 

was also to be balanced with the participants’ own ongoing lives, and described as having to 

“tend to one´s own life”. One daughter said: 

Sure, she was part of my life but… it couldn´t totally dominate either, you know. At times I 

was a bit testy saying I´’m going home now, I can’t manage any more. But…my life was also 

going on. 

 

As the illness progressed the dialysis treatment however changed for some participants from 

being a hindrance to being a moment of respite, while others found themselves tied to the 

sessions as they felt they should be there to ease the difficulties of the dialysis. Some 
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participants described that the illness and schedules of dialysis took over their own lives. 

Some did not realize until after the death how tied down and burdened they had been.  

 

Being old and having some illness themselves also increased relatives’ vulnerability. The 

need for practical support at home was a complex issue for both patients and spouses 

involving questions of integrity and independence. Some managed on their own or with help 

from family or friends.  

 

Increasing responsibility involving dilemmas 

Responsibilities for the ill person could change incrementally with the deterioration of their 

health. Responsibilities could also increase quickly and change with fluctuating health, 

leading to worries such as when to call an ambulance or what might happen were the ill 

person left alone. Being responsible also induced feelings of becoming an agency to 

coordinate between different care-professionals. 

Increasing responsibility also involved difficult moral dilemmas as questions about 

resuscitation or dialysis withdrawal. Participants felt responsible for preventing an undignified 

death and for making the right decision at the right moment. Most participants had not earlier 

discussed these options with the ill family member. They either had not thought of it or they 

thought it was too difficult. Some felt they knew the wishes of the ill person, either from 

previous hints or because they truly felt they knew the person. Participants said that decisions 

of care and life or death should be the own person’s autonomous decisions, but with 

increasing illness some were involved. One spouse narrated her answer when the question of 

withdrawal was raised at the dialysis clinic: 
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As long as you deem that you can … then give him dialysis because…he wants to 

live, and he knows well that he won´t if he stops dialysis, so … Sometimes I had a 

feeling of, that they thought he was too ill  

 

Even if the question of HD withdrawal was considered reasonable by close relatives, the way 

it was communicated or further handled could trouble them and make an already complex and 

sensitive situation worse. One daughter reflected:  

One has to know as a patient, that I have this possibility to decide over my life. That 

I have the right to say that now I don´t want this anymore. Because one might think, 

now I´m in this process, I have accepted dialysis, so, the question is not incorrect 

 

She further narrated that she would have wanted to have been told beforehand that her mother 

was asked about withdrawal. Then she would have been prepared to deal with her mother’s 

sorrow when she returned from the dialysis session. Participants expressed the importance of 

being invited to talk about their family member’s situation and treatment.   

This reoccurring thing that staff tell us, that mother should cease with …  dialysis 

treatment… That´s what I have reacted to like that they have not invited us to a 

dialogue talking about how bad mother really is. 

 

A daughter narrated that she felt the question of withdrawal from dialysis was as criticism of 

her mother’s quality of life. Another participant described her dilemmas when she was asked 

to talk to her mother about dialysis withdrawal: 

 



15 
 

... that I cannot decide for my mother, no. And is she in such a state that she, herself, 

can make such a decision?  Did she understand the whole meaning, what that would 

imply? 

 

Moral dilemmas also appeared when disagreeing with the ill person in difficult situations, as 

when the ill person refused to go to hospital. When a decision was taken against the will of 

the ill person the relative needed support from others that the decision was right, or a later 

consent from the ill person, as feelings of guilt arose.   

Striving for a good life together in the present  

Being a close relative, during the end of life of an ill family member, means striving for a 

good life together in the present. Participants expressed finding new ways to enjoy life. We 

tried to make these small moments into something other than dialysis and fatigue. 

Achieving tolerance towards life and its restrictions was described as a help to their seeing 

what is good in a situation that can´t be altered. To live as normally as possible appeared to 

support their balance in life and to keep to well-known routines involved feelings of security. 

Taking one day at the time was a way to cope with the challenges of the ill person´s condition 

and to enjoy life towards the end. One participant said, ”We lived in the present. Yes. Because 

we felt good there.” 

 

Living with awareness of death 

Living with awareness of death means knowing that the old and severely ill family member 

may not live with HD very long. Some participants described having lived with an underlying 

awareness of the threat of death since the beginning of HD treatment. Some participants 

expressed wishes to have had occasions to ask their questions, others had earlier been 

informed about the prognosis which they appreciated: “It was in no way negative but 
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concrete, this is it and this is what one can expect in a situation like this.” However, they 

were not sure if the ill person had perceived the information or situation correctly, or wanted 

to know, and they did not talk about it.  

The complicated situation with co-morbidities contributed to the threat and declining health 

was a reminder of impending death. However, this awareness could hover at a distance as an 

inexplicit sorrow. Some participants described getting used to a fluctuating illness with 

critical situations, creating the feeling that the ill person would survive this time as last time. 

Others described being prepared for years that this fluctuating illness could yet end in a 

sudden farewell at any time. Even though death was unpredictable, the ill person´s weakening 

body was a sign of reaching the end of the path towards death and of their life together. One 

spouse said: 

 

That one of us has to go first, one didn´t grasp that before. 

No, but at the end I said to him that one of us must go first. ”Then I hope it will be 

me”, he said … and clearly I agreed with him, since I saw him get worse and worse. 

 

Narratives revealed that awareness of death may still involve feelings of being unprepared, as 

it was difficult for participants to grasp the closeness of death, since awareness is not the same 

as understanding.  

 

DISCUSSION   

Comprehensive interpretation and reflections 

The interpretation reveals a pattern of close relatives who strive for balance and well-being in 

their complex lives accompanying the ill family member on the path towards end of life, 

including balance for the ill person and balance for oneself. This means striving to be 
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supportive, without harming the ill person, and this demands flexibility and thoughtfulness 

challenged by fluctuating illness and deterioration. Relatives expressed a will to help that both 

required and gave them strength. When balancing growing demands on the path towards their 

family members’ end-of-life, their increasing need for support and interaction with 

healthcare-professionals became evident.  Findings of striving for balance in life with the ill 

person may be illuminated by the philosopher Gadamer’s (1996) description of health as inner 

equilibrium and in the continuum of the rhythm of life we strive always to regain balance. 

When close relatives accompany their ill family member towards end of life, their life rhythm 

is changed and challenged by the fluctuating illness and the ill person’s increasing 

dependence in the continuum from living towards dying. The relatives’ will to help, and their 

finding meaning and strength in helping, may be interpreted as an ontological expression of 

human caring, which contributes to their regaining balance and harmony in life. This is 

illuminated by the philosopher Logstrup’s (1997) description of human beings as 

interdependent, with our lives lying in each other’ hands. We thus have a responsibility for the 

lives of others as an ethical demand, even when this interferes with our own life – as 

expressed by the relatives in this study. Caring for the other, however, can never mean taking 

over the others own responsibility and it demands understanding the other’s own 

understanding of life (Logstrup 1997). Our findings show that relatives strived to help and 

support their family member in an understanding and respectful way, and never to harm the ill 

person’s self at the end-of-life. This may be interpreted as an expression of mutuality and the 

ethical demand (Logstrup 1997).  

Narratives revealed that with increasing demands, increasing strength was needed. Relatives 

expressed that their caring was meaningful hence gave them strength. Strength was also  

gained by “sharing” the illness. Participants also expressed relying on their own inner strength 

when facing the challenges during end-of-life. Findings in themes are consistent with inner 
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strength described by Lundman et al. (2010) as an interaction of connectedness, firmness, 

flexibility, and creativity. Further they describe inner strength as shouldering responsibility 

for others and enduring difficulties (Lundman et al. 2010). However, our findings show that 

with increasing demands, support from healthcare-professionals were of increasing 

significance. Collaboration and being acknowledged strengthened the relatives in their 

vulnerable situation while lack of support was expressed as feeling alone and abandoned. 

When demands and capacities were unbalanced the will to help could change into burden. 

This sometimes resulted in anger or sorrow followed by remorse and guilt. Carlander et al. 

(2011) found in a study close to death of persons’ with cancer or severe heart problem that 

unbalanced responsibility involving feelings of guilt and insufficiency had a draining effect 

and affected relatives’ self-image. Andershed and Ternestedt (1998, 1999, 2000) described 

relatives involvement in care of patients with cancer at end-of-life as “involvement in the 

light” or “involvement in the dark.” Being involved in the light meant being met with respect, 

openness, sincerity, confirmation, and connection in interaction with the staff, while the 

opposite was described as involvement in the dark (Andershed & Ternestedt 2000). Our 

findings of the significance of communication, collaboration, trust and acknowledgement in 

interaction with healthcare-professionals agree with their understanding.  

Glaser and Strauss (1965) described different contexts of awareness of death which may 

transform with changes in interaction. Long illness in chronic disease with co-morbidities 

makes awareness a complex issue to everyone concerned. This further challenges the 

communication between all involved to make time an opportunity for family preparation, 

rather than an impediment because of uncertainty (Glaser & Strauss 1965). The need for 

and/or lack of preparation is identified also in earlier studies of close relatives of patients with 

ESRD (Low et al. 2008). Our findings high-light the importance of involvement and 
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communication earlier in illness and HD treatment, as an early relation of openness may 

facilitate support also when death is unpredictable.  

Earlier studies show hesitation to talk to each other about death (Collins & Lehane 2013, 

Noble et al. 2013). In the present study the uncertainty about talking about death and dying 

with the ill person left some relatives wishing they had talked more of existential issues before 

death. Thoughts and feelings relating to death and dying have also shown (Axelsson et al. 

2012b) to be significant and complex for patients living with HD. However, the desire to 

protect their family entailed facing existential loneliness. These findings may help healthcare-

professionals in their support to families in communicating about death.  

Our findings show that when relatives were facing the question of HD withdrawal the way it 

was communicated or handled was vital in an already complex and sensitive situation. This 

shows that an understanding of the relatives’ perspectives is crucial. Our findings also show 

the significance of contact with well-known HD personnel after death of the family member. 

After a long period of HD treatment and contact, relatives may need confirmation and closure 

for a good ending. A personal contact contributes to feelings that the deceased person was 

respected and important in the HD unit, which may be vital for the grieving relative.  

 

CONCLUSION   

Close relatives strive for balance and well-being accompanying their ill family member 

through the end-of-life. They are facing dilemmas and growing demands as their 

responsibilities increase with the deterioration of their family member.  Findings show that 

support and interaction with the helth care professionals is of significance and that showing a 

will to understand relatives’ perspective is of vital importance for how the situation is 

perceived. Findings indicate that open communication and acknowledgement may alleviate 

their suffering. 
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RELEVANCE TO CLINICAL PRACTICE 

Findings challenge healthcare-professionals in HD settings to identify close relatives’ 

individual resources and needs towards the end of life. Healthcare-professionals need to offer 

opportunities to talk about the future, the prognosis, and what may be expected at end of life, 

with or without HD. It is important to create a supportive relationship of trust and offer 

opportunities to talk about death and dying and support families in communicating about 

death.  Healthcare-professionals in the HD unit should contact the closest relative after the 

death as they may need confirmation and closure after the deceased’s long period of dialysis 

treatment. Health care professionals should also work to improve the organization of care to 

facilitate the complex situations of the ill persons’ co-morbidities and HD treatment towards 

the end of life. A palliative care approach in the HD unit, where support to family is a main 

focus, may assist.  

 

 

 

METHODOLOGICAL CONSIDERATIONS 

Retrospective interviews may be considered a limitation since narratives based on memory 

may be reconstructions, but this is a well-known method to research end-of-life (Williams et 

al. 2008). There is no consensus on the best timing for retrospective interviews. The variation 

of the interval (3-13 months) between the death of the family member and the interview may 

therefore add to credibility. Interviews yielded rich text of lived experiences and fourteen 

interviews were thus considered satisfactory to elucidate meanings of being a close relative 

during end-of-life. A majority of participants were spouses and women, which should be 

considered regarding transferability, however this also mirrors reality as ESRD is more 
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prevalent among men. However, close relatives of various relations, ages and both sexes 

participated, which contributed to richness in the data and thus to increased credibility 

(Graneheim & Lundman 2004, Patton 2002). 

The interviewer strived to be open and compliant to encourage free narratives, which supports 

the credibility (Graneheim & Lundman 2004, Lindseth & Norberg 2004). 

While interpreting the text the authors strived to be as open as possible and our different pre-

understandings contributed to critical reflection and discussion. Ricoeur (1976) argues that 

there are several possible interpretations of any text. However, after argumentative 

discussions we agreed upon this interpretation. Representative quotations further contribute to 

trustworthiness (Graneheim & Lundman 2004).  We consider findings to be transferable to 

similar contexts; readers´ judgements of transferability are facilitated by the description of 

participants and the context.  
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