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STORIES OF CHRONIC KIDNEY DISEASE: LISTENING FOR THE UNSAYABLE

ABSTRACT
Aims: To explore individuals’ stories of chronic kidney disease, particularly those aspects of experience that are difficult to discuss using language (i.e., unsayable).

Background: Chronic kidney disease is continuous, but it is also life-threatening and sometimes people ask difficult questions about life and death that can be challenging and for some,  impossible to discuss. These ‘unsayables’ are the focus of this article. The unsayable may reside both within and beyond language. Careful analysis of narratives of illness for sayable and unsayable aspects of the experience can help illuminate new areas of concern for people with chronic kidney disease.
Design: Narrative inquiry, located in a social constructionist framework, guided this study.
Methods: Secondary data analysis was conducted with 46 in-depth interviews (collected between 2008-2011) with 14 people living with chronic kidney disease.

Findings: Through narrative thematic analysis, we identify that the unsayable includes the following five themes: living with death, embodied experiences that were difficult to language, that which was unthinkable, unknowable mystery and that which was untold/unheard. Whereas the first four themes attend to that which is unsayable for people living with chronic kidney disease, the last theme acknowledges that which is unsayable to people living with chronic kidney disease.

Conclusion: Not all experiences of illness can be explicitly articulated in language. Listening for both the sayable and unsayable aspects of life with chronic and life-threatening illness is an important nursing role.
Key Words: communication; renal nursing; narrative, chronic illness
SUMMARY STATEMENTS
Why is this research needed?

· Little is known about the experiences of living with chronic kidney disease that are difficult to discuss, ineffable and beyond words.

· Although the unsayable has previously been defined through concept analysis as a universal life experience, it has not yet been examined as a phenomenon in nursing research.

· Stories offer opportunities to identify aspects of experience that are challenging to articulate.

What are the three key findings?

· In the context of living with chronic kidney disease, five aspects of the unsayable were found in living with death, embodied experiences that were difficult to language, that which was unthinkable, unknowable mystery and that which was untold/unheard.
· Not all experiences of illness can be explicitly expressed in language.
· While some complex experiences may be understood through stories and language, other unsayable elements of life may not be easily understood.
How should the findings be used to influence policy/practice/research/education?

· Listening for the unsayable aspects of a situation, as it is interwoven with the sayable in stories, illuminates and provides insight for nurses into how to best support people and to promote quality of life for those living with chronic kidney disease.  
· In nursing practice and research, we assume that what is important to people can be expressed; however, these research findings challenge this assumption.
· Nurses and healthcare practitioners can respond to unsayable aspects of experience, both those that are understood and not understood by clients, by listening generously, bearing witness and being present for those who are living with chronic and life-threatening illness.
INTRODUCTION

Chronic kidney disease (CKD) is on-going, but it is also life-threatening (CIHI, 2011), with survival rates exceeding those of cancer and other life threatening illnesses. People with CKD often think about about life and death (Molzahn et al. 2012) and ask questions that can be challenging for nurses. For some people, both patients and health care providers, these topics are difficult if not impossible to discuss. These ‘unsayables’ are the focus of this article. The unsayable may reside both within and beyond language. Careful analysis of narratives of illness for sayable and unsayable aspects of the experience can help illuminate new areas of concern for people with CKD.

CKD is now recognized as an international public health problem (Levey et al.2007). In 2009, the incidence of CKD with treatment by peritoneal and hemodialysis was 159.3 per million in Canada (CIHI 2011).  The unadjusted 5-year survival rates are 51% and 41% for people on peritoneal dialysis and hemodialysis respectively (CIHI 2011). In the United States, the survival probability for people with stage 5 CKD is 75% at one year, 50% at three years, 34% at five years (USRDS 2011) and 17.6% at 10 years (USRDS 2009).  
Little is known about the experiences of living with CKD that are difficult to discuss, ineffable and beyond words. There is evidence in the literature that living with a chronic and life-threatening illness impacts quality of life (QOL), raises difficult questions about life and is challenging to articulate (Frank 2002).  Scholars in the field (Lacan 1977, Rogers 2007a, 2007b) have suggested that these unsayables may be examined through allusions to it in language. That is, the unsayable aspects of our lives reside alongside the sayable, through the stories that we tell.  In this article, we explore individuals’ stories of living with CKD, particularly unsayable aspects of experience.  
BACKGROUND


The Unsayable

It is easy to forget that not all experiences can be fully expressed in language.  The unsayable was defined in a concept analysis as ‘that which is not expressed yet alluded to through language and may be conscious or unconscious’ (Schick Makaroff 2013, p. 485).  Although unsayable aspects of experience are universally intrinsic in life (such as birth, pain or suffering), the unsayable has not yet been examined as a phenomenon in nursing research.


Perhaps the most widely referenced author on the unsayable is Rogers (2007a, 2007b), a Lacanian psychoanalyst, who proposed a textual method of interpretive poetics used in narrative inquiry.  The unsayable, according to Rogers et al. (1999), is that which is ‘difficult to say but may be implied through negation, revision, evasion, or silence’ (p.91).  Although the unsayable is portrayed through language, we build on Rogers and suggest that it also transcends language. 


In her work, Rogers drew on Budick and Iser (1989) who examined the negative gestures that are a necessary part of all writing and speaking.  Rogers also drew on Lacan (1977) who attended to notions of the unsayable without labelling it as: ‘An enunciation that denounces itself, a statement that renounces itself, ignorance that dissipates itself, an opportunity that loses itself, what remains here if not the trace of what must be to fall from being?’ (p.300). Lacan also suggested something that was alluded to, a falling away, through language.

While some may believe that there is no experience absolutely devoid of language, we cannot postulate that language fully represents experience (Lacan 1977).  Charon (2006) acknowledged that in our very human condition, we try to express unreachable meanings but run out of language. Languaging life is described by Bruner (1984) who distinguished between life as lived, experienced and told. ‘Life as lived’ refers to what unfolds for the individual. ‘Life as experienced’ encompasses thoughts, feelings and meanings by the person. ‘Life as told’ is a narrative informed by the cultural context and the audience with whom the life is shared. However, one’s narrative may never fully language life as lived or experienced. We place the most weight on the telling, but only a partial story is conveyed when focus is solely on what is spoken.  In this study, we examined the unsayable for individuals living with CKD.


Experiences of CKD

There is a growing body of qualitative research regarding the experiences of living with CKD (Polashek 2003, Schick Makaroff 2012). The earliest qualitative research study was conducted by O’Brien (1983) who followed patients over 6 years. She noted that as patients’ successfully learned to manage the role of ‘dialysis patient,’ this success was fraught with dependency, uncertainty, pain and stigma. 

Few nurse researchers have examined the narratives of people with CKD. One exception was Molzahn et al. (2008) who conducted a secondary analysis of 100 stories of people with CKD. They found that the stories described several liminal spaces, including living/not living, independence/dependence, restrictions/freedom, normal/not normal, worse off/better off and alone/connected. In a qualitative meta-synthesis on the experiences of people with kidney failure, Schick Makaroff (2012) also found people had paradoxical experiences and they lived in between ostensibly contradictory experiences. These experiences included occurrences of restricted freedom that brought about distant connection, dependent autonomy, abnormal normalcy and uncertain hope. Researchers have not yet studied the experiences of living with CKD that are difficult to discuss.
THE STUDY


Aim

The aim of this research was to explore individuals’ stories of living with CKD, particularly aspects of experience that are unsayable.  The guiding research question was, ‘What do people story or narrate as their unsayable aspects of experience in CKD?’

Design

We conducted a secondary analysis of the project ‘Re-stor(y)ing Life Within Life-threatening Illness’ that explored people’s stories of facing the life-threat of cancer, CKD and HIV. In the current study, we analyzed 46 interviews, collected between 2008-2011,with 14 people living with CKD to look for narrative expressions of the unsayable.  The in-depth interviews provided rich data for us to examine what was within and beyond language.


Narrative inquiry guided this secondary analysis. From a social constructionist framework, stories are generated by people as they collectively create depictions and explanations in language. Through stories, we construct meaning from our world; however, we are also constructed or inscribed by our world (Lather 1991).  If we agree that experience is partially expressed in language through narratives, then (in research) stories are jointly produced inter-relationally, co-authored either in dialogic engagement during interviews, or through concepts, methods, transcription and analysis (Riessman 2008). 


Participants and data collection

Participants were recruited through purposeful and snowball sampling using advertisements in strategic community places.  Fourteen individuals with CKD participated in 4 interviews over 3 years.  Interviews were audio-recorded and transcribed verbatim.  Participants were diverse in age (mean=66) and other demographics as identified in Table 1. Participants resided in a mid-size urban area in Canada. Inclusion criteria were ability to speak English, at least 12 months experience with CKD and willingness to share experiences of their illness.  

Ethical considerations

We attained approval by a University Human Research and Ethics Board for this analysis. Confidentiality of all participants was protected.  In this paper, pseudonyms are used.

Data Analysis

We were guided by Riessman's (2008) approach to narrative thematic analysis. Our attention was on the content, or ‘what’ was being expressed through language, rather than ‘how’ the content was communicated.  Our unit of analysis was unsayable aspects of experience as expressed in personal narratives.  The unsayable was not always easily evident in the data due to the subjective nature of the concept. However, through careful reading, we identified indicators of the unsayable including a quick change of topics, paradoxes, seeming contradictions, tensions and double meanings.  NVIVO was used in data coding.  Analysis began with case-centered thematic analysis of each participant’s interviews.  Themes were created for each case and then we looked across narrative cases.


Rigour

In narrative analysis, researchers are narrators, not just receivers of participants’ stories.  As narrators in this inquiry, we attended to truth claims and rigour.  Given that we engaged in secondary analysis, we could not return to participants. Instead, we kept audit trails of coding, case-centered analysis and narrative thematic analysis so that another researcher could verify our decision-making and interpretation. We further engaged reflexively in our analysis through journaling during analysis and discussing analytic decisions and questions with each other.  Early findings were presented to members of a kidney-related association for feedback.  
FINDINGS

 Five themes emerged that illustrate the breadth of unsayable aspects of experience in CKD including living with death, embodied experiences that were difficult to language, that which was unthinkable, unknowable mystery and that which was untold/unheard. The first four themes attend to that which is unsayable for people living with CKD, while the last theme acknowledges that which is unsayable to people living with CKD. While the themes pervade the 46 interviews, narratives are presented as case-centered to keep the stories intact (Riessman 2008).  


Living with death: ‘We’re not looking at what’s coming’


Narratives of living yet confronting death permeated the interviews, even though interviewers did not directly ask about this topic. Participants chose not to focus on death. Rather, their attention was on living and this was described in phrases such as ‘I plan to survive,’ ‘take one day at a time,’ and ‘you’ve got to fight it.’  Despite a focus on living, the unpredictability of death was present in participants’ narratives explicitly in the words of participants, but more often alluded to through language, unsayable in text. 


Three cases are presented to illustrate how living with death was unsayable. Rick, on home hemodialysis, addressed having a ‘do not resuscitate’ order:
We both agreed that if the end comes and there’s some kind of a problem we have a ‘no resuscitation’ order.  Poor doctor has to ask us that every 6 months or whatever it is.

Interviewer:  Oh really–to make sure that you still–

Rick:  Understand. Which is, both of us are, you know, why? Why would you want to live with somebody who’s a vegetable or in some kind of horrible agony for years when you don’t have to? We’re not looking at that’s going to happen, but you never know. 

Rick implied that the topic was difficult for his doctor and sympathetically called him ‘poor doctor.’  Further, death was unsayable for Rick and his gaze was focused on living. He said, ‘We’re not looking at what’s coming – you’re going to die sometime.’  

Brian, an 80 year old man, provided another example of living yet confronting death: 

When you get to be 80 and more and more of your friends have gone you do have to say, when am I going – rather than where am I going.  That’s what I think comes to my mind more than how, how much longer will this kidney disease or whatever medicine I’m getting, keep me alive you know?...I don’t have anybody [at the renal unit] that I talk to intimately….

Interviewer:  So you don’t get to talk to anyone about this question of ‘when?’

Brian:...Never.  And I don’t think I’ve ever talked to my family about it. 
Over the course of the interviews, Brian shared that he had written his obituary and chosen the photo to be displayed at his funeral. Although he had planned for his death, he had not spoken about it with his family or with anyone in the dialysis unit.

Throughout the 4 interviews, Carmella frequently spoke of her own mortality. When asked if it was important for her to talk about dying, she replied, ‘I just know that it’s helpful and you feel better. In fact you feel like you might live longer–which I can’t imagine why you do.’ However, Carmella did not explicitly discuss dying with anyone even though she believed that talking about death would allow her to live longer, which was her ultimate goal.


Difficult to language embodied experiences: ‘I just can’t put words to it’

There were numerous embodied aspects of living with CKD which narrators identified as difficult to put into language.  By ‘embodied,’ we mean ‘an inalienable form that experience takes’ (Gadow 2000, p.89). The first example relates to the difficulty of articulating a physical experience. Rachel explained what she felt like before she began dialysis: 
I never felt sick. I never felt ill. I mean, yes, I had associated symptoms like joint pain. There were times I couldn’t get out of a chair, (whispers) the pain was bad. I feel fine. I’m doing OK. I wasn’t doing OK. It was real denial. You can look back and say that.
Rachel’s embodied experiences expressed in counter points and what she called ‘denial.’ She transitioned from alluding to not feeling ill to whispering of having so much pain she could not get out of a chair.   Her example draws attention to our embodied experiences which are experienced in our bodies but may not necessarily be expressed through language. 

In the following story, Ian identified the challenges of describing a near-death experience:
It was kind of like on some of those spacey-shows they show the swirls and stuff in it – kind of like that except it was dark and at the end there was a really bright light and all I saw was the light and some shadows, personable shadows….I’ve, I’ve thought long and hard about it.  I just can’t put words to it.  It just happened. 
Ian’s account of his near-death experience extends beyond what is sayable. He alluded to ‘those spacey-shows’ because that was the closest thing he could compare to the experience.  Ian’s feelings afterwards were also hard to express, yet his statement that he ‘just can’t put words to it’ further identifies that some experiences cannot be fully expressed through words; language fails in some instances. He went on to say that it was ‘not my time yet’ and he hoped for a transplant and a long life ahead.  Ian shared this experience 14 months before he passed away.   


Unthinkable: ‘I don’t want to think about it’

The participants in this study alluded to unsayable aspects of experience in their stories when referencing that which they did not or could not think about. Two narratives are shared below to provide examples of the unthinkable nature of the unsayable.


Ronald had been on dialysis for 2 years. He also had congestive heart failure and he had been cardioverted 3 times. Both times he had asked for a priest to visit him in hospital and pray the Sacrament of the Living in case he should die.  While Ronald had previously thought that he might die, he didn’t think about death being close in relation to living with CKD.  Ronald said:
I don’t like that word ‘end stage.’  

Interviewer: What term do you use?

Ronald:  I just say ‘renal disease,’ yeah. I don’t like to use the word ‘failure.’  

Interviewer:  Just renal disease.  Because ‘end’ means ‘the end’?

Ronald:  Well yeah I don’t really think of it that way but I just think there should be a better term because I mean people are on dialysis for 20 years so ‘end’ is very deceiving. 
Ronald chose to ‘look on the bright side,’ and focus on the years that were ahead of him.  


Ryan repeatedly said, ‘I don’t want to think about it,’ referencing dialysis.  Ryan had received a kidney transplant, but the new kidney was not working after the operation.  In the following quotation he discusses what happened in the weeks after his transplant:
I knew it wasn’t right but I thought well it’s an older kidney, you know, just allowed for it. But two weeks later they wanted to do a biopsy. Now all of a sudden it clicked and I went, oh my god, they’re thinking rejection. And I refused to even go there, I hadn’t even thought rejection…But I hadn’t gone there, I wasn’t going to. It was subconscious. And I can’t believe that I actually blocked that out. But as soon as the doctor said, ‘It’s not a rejection,’ I went, good. Because I hadn’t thought of that, didn’t want to. But anyway...it was just verified at that point that it was ‘a sleeper’ so–I didn’t feel good until I got out of the hospital.
The unsayable is evident in his response to not think about rejection and keep it ‘subconscious.’

Unknowable mystery: ‘No one can say for sure’

Participants spoke of spiritual beliefs, existential questions and large life questions alluding to the unknowable aspects of life.  People raised questions recognizing the mystery in life and in living with a life-threatening illness.

Ian had been on hemodialysis for 2 years. When asked if he identified with a faith tradition, he said, ‘I don’t believe, I don’t disbelieve, but I don’t believe, but I consider myself to be a Christian.’  

Interviewer: How has that influenced your experiences with your diagnosis at all?

Ian:  Mmmmmm not really.  I do find myself talking to somebody, to myself really, but in prayer form sometimes.  But I say I don’t know whether it’s an ultimate being or you know or when we die do we go join this energy force or what the scoop is.  No one knows and no one can say for sure. 
Ian’s comment ‘I don’t believe, I don’t disbelieve’ highlights a seeming contradiction but also the mystery that he acknowledged in that ‘no one can say for sure’ what happens when we die.  


Ryan also spoke of not believing, yet believing. He had received a transplant but it was termed ‘a sleeper,’ only working at 20%.
Interviewer: So there’s nothing you can do with this kidney. You can’t talk to it, massage it, love it.

Ryan: No. My wife was somewhere and there was a stone that says it’s good for kidney health...we don’t believe in that stuff but we stuck it on my key chain anyway, yeah.  
Ryan’s words said that he didn’t believe but his actions implied he might believe.  


Mike’s story provides another example of unknowable mystery as unsayable.  Mike was 55 years old and he died in the second year of the study.  Mike described what happened while being treated for a stage 4 wound.

I was lying in bed and I do my own little prayer kind of thing and I just looked at the sky outside and I went, ‘you’re pissing me off-so show me something, like hit me on the head or rattle the door or something like that’ and nothing happened. Three or four days later the plastics came in with the intern and all of a sudden they’re looking at this wound and I hear, ‘Holy sh*t, whoa, oh my god...What are you doing?’…And I’m thinking, oh sh*t, because, I call it the bug-and-bunny-stuff. I do believe that there’s a physician heal thyself...if enough people get together and concentrate, this energy and keep coming and put their hands on me and concentrate...like just thinking, healing, healing, healing. 
Mike explained that he had a dramatic healing of his wound that he attributed to his prayer and healing thoughts.  The mystery of Mike’s beliefs and his healing, were unsayable.


Untold/unheard: ‘They never told you’

In this last theme, participants spoke candidly about aspects of their care that they believe they were ‘never told’ or information that they did not hear.  Interactions were primarily with healthcare professionals and we provide three examples. 


Paula described information that she did not hear. She had a degree in health sciences and she gave examples of times when practitioners did not talk or listen to her about specific things related to her care. Paula told a story of having poor pain control after her kidney transplant:
[The acute pain doctor] referred me to the chronic pain team, I don’t think he mentioned that he was signing off but someone else was signing on. So it’s just those little details that somehow care professionals leave out. I think they assume that we know. They use the medical terms for things which I can understand but most people wouldn’t be able to. You know they need to sort of get down to the patient’s level and talk more human-like instead of-standing at the foot of your bed, towering over you and saying oh this-and-this-and-this. 
Paula identified that her training allowed her to understand medical terms that other patients would not comprehend.  When healthcare professionals use language that patients don’t understand, Paula likened this to ‘standing at the foot of your bed, towering over you.’ But Paula also did not always know the ‘little details’ like when a physician was ‘signing off,’ no longer acting as her doctor.  These were examples of information that she did not hear.    


Participants also identified when they were never told of aspects of their care.  The second story is by Carmella who began hemodialysis 6 years prior.  At one point she became anorexic:
I just didn’t want to have anything to eat anymore...And I went to this [specialist] and he told my daughter, ‘Take her home and bring her back in six months and I’ll look at her then.’ Well, we now realize he was saying, go home and let her die, because I would have been dead in six months. I don’t know why he didn’t tell us that. But he didn’t. 
In this narrative, Carmella had interpreted the information that she believed the specialist left out: that she was going to die in 6 months.  


Ernie found that he needed information from his friends when he could not get it from his doctor.  Ernie's kidney function was declining and he would soon need to begin dialysis.

[The doctor] told me you can live with one kidney. What he didn’t tell me: that life is not going to be the same eventually. (pause)And then I met kidney patients [on] dialysis also in the swimming pool. I know it’s not the same thing as having two good kidneys. 
We do not know if Ernie and Carmella’s doctors addressed these topics, but even if the doctors had, they did not hear the information. Their interpretations were that they had not been told.

DISCUSSION

Recognising that the unsayable exists alongside the sayable can help us listen to stories of living with illness in new ways. In this discussion, we consider each of the five themes and how they contribute to the literature. Further, we discuss the implications of our findings for healthcare practice.


First, for our participants, confronting death was unsayable while they focused on living.  CKD is life-limiting and most participants acknowledged this in some way, yet it seemed that in the treatment settings, death and dying was not discussed; a ‘culture of death denial’ (RWJF 2003, p.61) prevailed on dialysis units. In treatment of CKD, the conventional focus has been on successful intervention in a medical tradition that denies death.  For example, on the Kidney Foundation of Canada (2013) website, one finds the following statement: ‘It is important to remember that end-stage refers to the end of your kidney function (your kidneys are working at less than 15% of normal), not the end of your life.’  The larger societal construction of focusing on life is echoed by participants. Such a discourse deems what is and is not acceptable to discuss (Rominger 2010). Our findings show that participants have taken up the broader social narratives focusing on life, yet they could not help but consider their own mortality.  It seems that the unsayable aspect of living with death has been largely influenced by the societal narratives which deny death in the renal context.


Second, we found that embodied experiences were challenging for participants to put into language. Some described a conscious choice about what they discussed and even the language used to narrate embodied experiences is an act of agency for these individuals.  Other embodied experiences that were difficult to language were linked to suffering, such as physical pain or near-death experiences.  In the literature on the unsayable, suffering can be seen as an antecedent to the phenomenon of the unsayable (Schick Makaroff, 2013). Similarly, others have found the unsayable in illness, pain (Mitchell 2009), near-death experiences (Rominger 2010) and even unsafe events in hospitals (Schwappach 2008). Findings of this study extend previous research by highlighting that visceral or embodied experiences of living with this illness may be difficult to language.


Third, topics that participants did not or could not think about ranged from the very idea of living with CKD to the possibility that this illness may hasten death.  Participants actively re-constructed or re-named aspects of illness to remove references to unthinkable aspects of CKD.  Frank (2002), a cancer survivor, wrote, ‘the questions I want to ask about my life are not allowed, not speakable, not even thinkable’ (p.13).  While other researchers from both psychology (Allphin 2007) and nursing (Graffigna & Olson 2009) have discussed unthinkable aspects of the unsayable, the unthinkable nature of living with a chronic and life-threatening illness has not previously been identified in the research on the experiences of living with CKD.


Fourth, for these 14 participants, living with CKD raised difficult questions about life that were challenging to articulate.  Some of these difficult questions related to spiritual values and faith. We identified that unknowable mystery was unsayable.  By this, we mean that some existential beliefs and large life questions may not be possible for the person living with CKD to express through oral or written language. These findings have long been acknowledged in theology (Sells 1994) and more recently in psychology (Mather 2008, Rykov 2008) and nursing (Bruce et al. 2011, Graffigna & Olson 2009).

Fifth, that which is unsayable for people is distinct from that which is unsayable to people living with CKD and this finding has not been previously discussed in either the psychology literature on the unsayable or the nursing literature on living with CKD.  While participants identified topics about which they did not receive information, we often wondered if this information had been shared but perhaps was not heard by participants.  The findings in this study draw our attention to the need to re-visit health information repeatedly with patients so that such communication is adaptive, frequent and repetitive. Like Shoham (2009), we see the unsayable interconnected with communication, at times specifically with challenges in communication.  The unsayable may arise from an area where communication is wanting, where there is ‘a lack of moral space to discuss concerns’ (Schick Makaroff, 2010, p.570).  


In light of these findings, we see implications for practice when we understand and do not understand the unsayable.  Findings from this study confirm Rogers (2007a) suggestion that some complex experiences may be understood through expression, including the act of storytelling.  Mattingly (2007) explains that ‘telling stories can offer a way to make meaning of what is otherwise unthinkable, uninterpretable’ (p.408).  Stories may be used to serve a purpose, namely to language that which is challenging to articulate.  In understanding the unsayable, we see how stories provided a conduit through which the unsayable could be expressed (Rogers 2007b, Mitchell 2009). 


While some unsayable aspects of experience are understandable, some unsayable elements cannot be understood.  We asked ourselves if full articulation of the unsayable is always possible or even desirable and we found that our answer was ‘no.’  We saw irreconcilable expressions of the unsayable in paradoxes, seeming contradictions, tensions, incomplete sentences, counter points and double meanings. At some point, language falls short (Charon 2006) of expressing the totality of our experiences. Language fails to encompass those experiences that may not be fully expressed yet alluded to in language, consciously or unconsciously. This understanding is significant for healthcare practitioners and researchers who can be prone to assume that what is important can be expressed through stories or language.  When we assume that the unsayable is alluded to and thus embedded and beyond language, our expectations shift and we no longer practice from a position where we believe that all things are entirely sayable.

Limitations of the study

Participants in this study were at various stages of CKD including pre-dialysis, dialysis (hemodialysis and peritoneal dialysis) and transplantation and there were not enough data from various sub-groups to determine whether certain unsayable elements were related to their stage of CKD or their treatment modality.  Given that this is a narrative inquiry, narrative knowledge is not assumed to be generalizable.  All 14 participants spent the majority of their lives in developed nations including Canada and Europe, although one participant spent his childhood in Southeast Asia.  Cultural influences certainly may have influenced what participants either consciously or unconsciously thought was appropriate to say about topics ranging from interactions with healthcare professionals to conversations about death.  Further, not all stories could be described due to issues of confidentiality. 
 CONCLUSION


If there are some unsayable aspects of experience, we must ask ourselves, are there elements of individuals’ stories that we are we do not want to hear? Can we enter into ‘unknown’ territory where we do not have answers, such as how long it might be before a person might die? Ultimately, how do we respond to aspects of the unsayable that are either understood or not?  Though it may seem a simple response, we suggest that we offer ourselves to listen generously (Remen 2011) and to witness people’s expressions, through stories and other means. Through listening and bearing witness, we may create an environment that fosters a sense of openness so that we can explore these issues with individuals living with CKD when they are ready to do so.  As Charon (2006) has identified, such witnessing is a skill that requires training because it does not come naturally for many. As a listener, the easy response when hearing of another’s pain is to change the subject. Scholars in nursing have addressed the need for nurses and other healthcare practitioners to practice being present (Mitchell 2009) and bearing witness (Cody 2007) to others in need of care. It is important that practitioners and researchers have a greater understanding that what is significant cannot necessarily be expressed. However, listening for the unsayable, as it is interwoven with the sayable in stories, may provide insight for healthcare professionals into how to best support people and to promote QOL for those living with CKD.
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TABLE 1

	Demographics
	Number of 
Participants

	Gender
	

	Male
	10

	Female
	4

	Number of Interviews
	

	Participated in all 4 interviews
	9

	Participated in 3 interviews (due to declining health)
	1

	Participated in 2 interviews (passed away)
	3

	Participated in 1 interview (withdrew from study)
	1

	Dual-diagnosis
	

	Cancer
	5

	HIV and AIDS
	1

	N/A
	8

	Years Since Diagnosis
	

	1-5 years
	9

	6-15 years
	3

	16-25 years
	1

	26-50 years
	1

	Treatment Modality
	

	Pre-dialysis
	2

	Hemodialysis
	6

	Home hemodialysis
	2

	Transplant
	1

	Peritoneal dialysis, then hemodialysis
	1

	Home hemodialysis, then transplant
	1

	Hemodialysis, then transplant
	1



