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Articletype :OriginalResearch: Empirical research - qualitative

Living in limbo while one’s identity is changing: patients’ existential experiences six months

after a kidney transplantation with aliving donor

Abstract

Aim: to investigate ‘patients’ existential experiences in everyday life after a kidney transplantation

with a Iving denor.

Design: A qualtative study anchored in a hermeneuticipimenological approach inspired by

Ricoeur’s theory of narrative and interpretation.

Method: Eleven“patient interviews were conducted approxinati&l months after a kidney
transplantation with a living donor. The interviews weredeoted between August 2017 - May

2019.Analysis and mterpretation are based on Ricoeur’s theory of interpretation.

Results: Four themes were identified: Experiencing bodidgerability while getting back to life;
Feeling guitewhiew=experiencing gratitudéjving in imbo while one’s identity is changing; and
Facing the future with hope whie having reservations.

Conclusion: This study reveals that patients experiengafaceted existential challenges in their
everyday Ives during the transition of the kidney fodangation process. Post-surgery
complications for donors lead to feelings of guilt in patiemtius, they must adapt to a new
existence, including a new identity. The patients fegy tare in limbo, as they experience their

existence as uncertain and their identty as unknown.
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Impact: The study highlights a need for developing a rehabitaprogramme to address the
individual and various existential challenges faced bypatiwho need to undergo a kidney

transplantation.

Keywords: end=stage renal disease, existential experiences, kihmsplantation, nursing,

gualitative research, Ricoeur
Introduction

Due to technological developments, organ transplantatiofbdwmsne an established treatment in
end-stage organ fallure (Schulz & Kroencke, 2015). Howeveeareh shows that patients face
chalenges in their everyday lives after transplamtatiespecially concerning existential aspects
(Orr, Wilis, Holmes, Britton, & Orr, 2007). Hence, the focus hif farticle is patients’ existential

experiences inseveryday lfe after a kidney transplamatiith a living donor.
Background

Kidney transplantation offers longer life expectancy,efevestrictions in everyday life, higher
quality of life and-less need of medicatiencompared to dialysis (Landreneau, Lee, & Landreneau,
2010; Martin, 2014; Oniscu, Brown, & Forsythe, 2005). Thus, when possibieyki

transplantation is the usual treatment of choice fort ppasents living with end-stage renal disease
(ESRD) (Knoll,.2008; Ummel, Achile, & Mekkelholt, 2011).

Despite the increasing number of living-donor kidney trantgdiams in Western countries
(Horvat, Shariff, & Garg, 2009; Martin, 2014) research reveas ghtients experience chalenges
after transplantationThese chalenges relate lifestyle changes, including additional hygiene
practices, altered body image, side effects of medicatiainclic appointments (Luk, 2004;
Murphy, 2007;Resaasen et al,, 2017). Furthermore, a study about théyingaw impacts of
fatigue in kidney-transplant patients shows that somensat#il face fatigue in their everyday
Ives after undergoing kidney transplantation (Procopio.e@l4).

In addition, research shows that transplantation leadvddety of stressors for recipients. Despite
feeling positive about the transplant, patients may be catteaxbout the possibility of graft
rejection (Gilj,2012). Fear of graft faiure sha major influence on the lives of kidney transplant
patients (Harrington & Morgan, 2016). Moreover, transplantiveur seems to be more important
than life itself to kidney transplant recipients, and ptigank side effects as having very low

importance, compared with transplant survival (Howell, TaNgng, Craig, & Howard, 2012).
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An exploratory study investigatingatients’ experiences of iving with a transplanted kidney shows
that the transplanted kidney is central to the lives eofréitipients and that iving with a
transplanted kidney entais long-term psychosocial impdots €t al., 2007). Thus, studies indicate
that transplantation sresembles a new chronic conditoncande associated with various
uncertainties (Gill»2012; Orr et al., 2007). According to Rees, thehgsocial impact of end-stage
kidney disease, (ESRD) is stil often overlooked (Rees, Chibonnelan, & Soulsby, 2018).
However, psychosocial issues play an important role in thageanent of kidney disease, due to
its impact on welkbeing and clinical outcomes (Cukor, Cohetergmn, & Kimmel, 2007)A
phenomenological study has shown that the experiencesiaftpaafter kidney transplantation are
complex and contradictory in the early post-surgery phagmtests report feelings of
ambivalence (Wiederhold, Langer, & Landenberger, 2011). In addiiatents experience
existential concerns’ related to the fact that theltalof the transplanted kidney is time-limited,
while also feeling=gratitude towards the donor (Orr et al., 20@ordingly, qualified support and
care for patiest after kidney transplantation are especialy needed. Questly, research that
takes its departure in thetient’s perspective after a kidney transplantation with a living donor is
important.

Research indicate~that living with end-stage renabdeseentails complex challenges related to the
meaning of existence, striving for normality, and acceptingnging roles (Kristensen, Henriksen,
Birkelund, & Norlyk,' 2020). As kidney transplantation gives the prdspenew life (Schulz &
Kroencke, 2015; Schulz et al., 2014), patients undergoing a kidneplanatation are standing
midstream reg@arding existentiadsues. Therefore, research concerning patients’ existential
experiences after a kidney transplantation with a living disnof importance. However,

knowledge is sparse concerning the existential aspeets fgcpatients after transplantation.
Aim

The aim of this study wase mvestigate patients’ existential experiences in everyday life 6 months
after a kidney transplantation with a living donor.

M ethod

Design

To reach a new understanding of patients’ existential experiences, the study is anchored in a

hermeneutigpghenomenological approach inspired by Ricoeur’s theory of narrative and
interpretation (Ricoeur, 1976, 1991a, 1991b). As stated by Ricoeur, hignaaeds and deserves
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to be told and this substantiates why we tell storieso@Ric 1984). Furthermore, narration involves
reflection and hereby allows new perspectives to emengee(R, 1976). Thus, to gain in-depth
msight mto the patients’ stories of their existential experiences in everyday life after a kidney
transplantation withga living donor we chose to conduct in-diepghviews (Kvale & Brinkmann,
2014).

Participants

We recruited patients from one of three kidney transplantresesituated at a university hospital in
Denmark. Thesinclusion criteria were Danish-speakingpiests over the age of 18 who had

received a kidney=from a living donor.

The included participants had been interviewed prior to tfaisplantation in a previous study
investigating thesexistential experiences of patientsr pw a kidney transplantation with a lving
donor (Kristenseny«Birkelund, Henriksen, Agerskov, & Norlyk, 2019).fif$te author contacted
patients who were interested in participating in anvieer after transplantation, provided the
patients with oralinformation about the study, and plannddtefor the interview. In total, we
included 11 patients: five women and six men. Some of thaatbastics of the included patients

are presented in Table 1.
Data collection

Participants were interviewed approximately six montter #fier transplant. Nine interviews took
place in the patients’ homes and two in a quiet room at the hospital in accordance with the patients’
wishes. The first_author conducted the interviews. Tlegvieiws were based on open-ended
questions (Kvale & Brinkmann, 2014)ch as “please, tell me about your everyday life after being
kidney transplanted?”. The participants were interviewed between August 2017y-2049. Al
interviews were audio recorded and transcribed verbatim.intédeiews were conducted in Danish.

To find the right-expression, a native English speakeslatad the quotes included in the findings.
Ethical Considerations

All patients received written and oral information abdet $tudy before giving written informed
consent, in“aecordance with the Helsinki Declaration @Veledical Association, 2013). The study
was approved by the Danish Data Protection Agency, joutmaber: 2015-57-0002-62908/274.
Moreover, the Danish Patient Safety Authority gave approvahe study, journal number: 3-
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3013-2033/1. Approval from the National Committee on Health Rdsdz#hics was not required

in accordance with Danish law (National Commitee onthidResearch Ethics, 2019).
Data analysis and interpretation

Interpretation ‘of the data conedtof a spiral process on three levels: naive reading, stct
analysis and comprehensive understandingaccordance with Ricoeur’s ‘naive reading’ (Ricoeur,
1976) we read the data repeatedly with an open approach to obteideastanding of the text as a
whole. The naive reading gives an initial impressiod @erstanding of what the text is about
(Ricoeur, 1976). Anthis frst level of the analys@coherentunderstanding of the patients’

existential experiences in everyday lfe after a kidtrapsplantation with a living donor emerged.

Then, we carried out the structural analysisreach a deeper understanding of the patients’
experiences. Fhissinvolved dividing the text into units efning. Quotations that iluminated
aspects relatedsto-patientsxistential experiences were identified. They serveghigss of meaning
in the structural®analysis and covered ‘what is sail This was followed by a process of moving from
what is said to units” of significance, i‘hat the text taks abdufRicoeur, 1976). Accordingly,
the analysis process consisted of a movement back and forthurfitsmof meaning to units of

significance, to iluminate patterns of meanings, whiah then structured into themes (Tabje 2

At the final level ofithe analysis, the comprehensive rstaleding, we conducted a critical
interpretation~based on the themes extracted througbtrtieural analysis. The identified themes
were iluminated and discussed with theory and other i@séarnuance our understandsngnd

finally reach a deeper interpretation (Ricoeur, 1976).
Rigour

As this study is“anchored in a hermeneutic-phenomemalb gipproach (Ricoeur, 1991a), it is
argued that'the"philosophical underpinnings of phenomenology bepamasount (Norlyk &
Harder, 2010). Therefore, the clarification of phenomenologies¢arch criteria entails being true
to principles of phenomenological inquiry (Giorgi, 2000; Norlyk & ¢hay 2010). Thus, we strove
to establish transparency in the study by clearly setting out and stringently following Ricoeur’s

steps in theranalytical process (Ricoeur, 1991a). The ditkbracollected the data, and during the
analysis, the findings were continually discussed withcth@uthors. Hereby, an ongoing
discussion of the analysis among the authors lead toefin@ament of themes. Furthermoree w
applied Criteria for Reporting Qualitative Research (CQRHONg, Sainsbury and Craig, 2007)
during the study.
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Findings

The naive reading revealed that patients seemed to exge®mplex existential challenges after a
kidney transplantation with a living donor. Through the srattanalysis, we identified four
themes: Experieneing bodily vulnerability whie gettingcké#o life, Feeling guit while

experiencing grattude, Living in imbo whiene’s identity is changing, Facing the future with

hope whie having“reservations.
Experiencing bodily vulnerability whilegetting back tolife

The findings show that patients experience wvulnerabilifated to the body. They feel thatithe
bodies are changing due to the medication and they areauathnsieminded of their situation.
Clinical appointments and blood tests serve to reassure taetpdhat the new kidneig

functioning, butsthey are also a continual remind@&ide effects from the medication cause hair
loss. You can;seesit on my skin and | have more appetite. | have gained weighét itangtters,
but I am constantly reminded of that (the transplant). Then there dahe dllood tests and clinical
appointments(P6).Furthermore, patients stil experience fatigue six homtfter kidney
transplantation. Patients experience vulnerability nmeaminded of the kidney transplantation by
bodily expressions®l did not even realize how ill | was. Then one day, it turned around and got
much better (P7)%:

Additionally; “patients articulate the feeling of reedom rm=oeraging and the feeling of getting
back to daily life as promisingl feel free now. That is positive, after all. | can still feel thersc
especially whenssitting in the car or in my chair. Then | feéli).(" However, the feeling of
freedom is enhanced by existential experiences of beitige ipresent it feels like | am much
more present. I'no longer feel that | am a spectator of my own and dihess| do not feel cut off
anymore. The layer that surrounded me and kept me in my own world has beerdrétooxefeel
present. But whehget tired, | get really tired. (P53)The feeling of having been a spectator of
one’s own and ethers’, lives before transplantation causes a new and encouraging feeling of being
present and getting back to life.

Feeling guilt.while experiencing gratitude

Patients are standing midstream; they are oscilatingeleet feelings of guit and gratitude towards
to their donor The donor’s complications after surgery trigger existential feelings of guitda
mental distress!‘I was really affected mentally, when he (the donor) got so ill after the

transplantation (P3)”. Furthermore, the fear of rejection of the donated kidnggetts anxiety and

This article is protected by copyright. All rights reserved



feelings of guit relatedo the donor’s health: “Somehow, | felt a sense of guilt. | gave most of my
attention to him (the donor), because | felt guilty that the kidney did nottsesark at first.
Somehow, | had such a strange feeling of guilt. Imagine if | just wasted hiy kitibg.
Simultaneously, the patients articulate gratitude Herdhance to recemakidney from a Iving
donor, and the fact. that someone would donate a kidney. Pagiehtgretitude towards their donor
and pay great attention to acknowledgingir tiieonor while also beingoncerned about the donor’s
health. However,“unexpected complications maintagnpatients’ experience of oscillation between
guit and gratitude;=thus feelings of grattude and guie coexistent “She (the donor) has given me
a very precious gift. It was very hard for me that she felt thisamdyhad so many complications

after the donation. | did not expect that. (P4).
Livingin limbowhileone’s identityischanging

Patients experience Iving in imbo while their identisychanging, as two of the multifaceted
existential chalenges they face in their everydessliafter kidney transplantation. They experience
people around them articulating that they must be happginrbw lives, suggesting that the
patients have @ completely new life to embrace. Additionadipectations and statements from
others reinforcer uncertainty about their own identitlydo not feel a big difference from before

until now. Semehow, | think people around me expect me to feel better now (P4).

For patientsy“being_employed and getting back to work is ¢rasalorkingis presumed to ba

sign of normality. However, getting back to work does not medretlaything feels normal, as
work life may ‘not be the same as before. Simultaneously,nisatixperiencea changing identity

“It is a huge partof myidentity. All of a sudden, you are just another persojustthave to find a
balance in life'(R5). The feeling of Iving in imbo whieeihidentity is changing is ilustrated by
the struggle to find a balance in their everyday IN®sirying to establish normality and stabilty in
their new existence." Balancingne’s everyday life involves adapting levels of activity aniusting

to fatigue. Furthermore, patientacd the other side of the coin with long-lasting restiictjo
descried as “I still have to take into account that I have a chronic disease, in the things | do, land

prioritize not participating in some activities (P2)

Patients struggle to adapt to a changed life and to copdheir existential challenges in everyday
Iife. Related to the changing identity and balancing egnyife, some patients need to share their
experiences and, in particular, their existential ehgés with those who have also been kidney

transplanted: “/ would really like to talk to someone who is in the same situation as me (P9).

This article is protected by copyright. All rights reserved



The uncertainty of living in imbo and having a changedtige due to the kidney transplantation
trigger existential concerns:l have become a symbiosis with my illness. My illness is my identity.
Now | have a new kidney and my body is functioning. Well, then | think, what shouf?l If das a
completely new life,swhat am | going to do with it? Does it mean thatdlaiged to do something?
(P6). This meanssthat patients must adapt to a new egstérciuding a changed identity.
However, gratitude<for. a newfound freedom, which the kidnegsplantation entails, is coexistent

with the feeling™ofiiving in limbo.
Facingthe future with hopewhilehaving reservations

Patients experienceé an oscillation between facingutbee with hope while also having
reservations about what lies ahead. They hope that theykidih last for many years. Conversely,
they also experience existential challenges concerravipgh faith for the future. They have doubts
about what les ahead and feel a need to work or embark on tety. atdo not actually know

why | feel unreselved, but | think | need something to fill my calendar. Some hadsk. think

about the future.l feel a bit like being on benefits having trouble gettingdt@®) .

Moreover, patients ‘experience hope connected to their nelfibeadom, such as traveling,
studying and starting a family. Nevertheless, this featifidjope is coexistent with an underlying
uncertainty and+doubtl am thinking about starting a family in the near future. What if the kidney
stops functiening in 5 years and | have to be on dialysis? (P10). Additionally,tgaienrealistic
about the chances that the function of their new kidnay decrease. Clinical appointmentanbe
helpful for patients to maintain optimism about the fututdfzer all, something can happen. That is
why you are under,continuous observation, so they (health professionalspcaquiekly (P7).
Furthermore, patients look to the future with a mix of hoplefrand gratitude:“/ think a lot about

the future. I ani really grateful that I have been kidney transplanted (P11)”.
Discussion

This study contributes’ with new knowledge about patients’ multifaceted existential experiences in
everyday life six®months after a kidney transplantatiath e living donor. The findings show that
patients experience bodiy vulnerability after undergoingdeey transplantation, in that they
experience wvulnerability due to bodily changes. Their bagtantly reminds them of the kidney
transplantation, and they experience fatigue as a bodiy ssigume Another study found that
patients substantially overestimated the benefits ofaessiul kidney transplant (Smith et al.,

2008). However, our findings show that patients experience deadmg of being present and
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getting back to life. In lne with our findings, another stueyphasized how patients werkhard
to reestablish normality and were prepared to accept a newofonormality that aligned with their

capacities post-transplant (Boaz & Morgan, 2014).

Our study revealssthat patients experience vulnetabddnnected to their body while striving
towards the feelingof getting back to lfe. These existerthalenges algn with key findings in
another study; which“indicate patiefitee with paradogs and conficts after a kidney transplant
(Amerena, Walace, & Wallace, 2009). This study unfolds paradeus as that society sees them
as well, yet they feel physically vulnerable (Amereziaal., 2009)These findings are supported in
our current study, as patientexperience an expectation from others that they musaggsyhn

their new livesgas having to embrace a whole new\i#;they stil feel vulnerable and il.
Additionally, owr findings concerning the fear of rejectiamd éhe fact that the feeling of hope
coexists with an underlying uncertainty and doubt, are underpitwgeahnotherstudy’s finding on
increased anxiety about actual viability of the grafi fear of losing the transplanted organ
(Amerena et al., 2009).

In relation to the danor, we found that patients experiermmekistent existential emotions, such as
guit and gratitudex<A qualtative study concerning thetpesand negative consequences of renal
transplantation, . showed that patients experienced a wide k@rpositve and negative emotions,
such as guit, gratefulness and fear (Schipper et al.,, 2014pvdowthe feeling of guilt in the study
is related to receinving a kidney from a deceased donor (Schippér 2014), whereas our study
focuses on existential experiences after living relatedation. Tiere may be differences in the
feeling of guitt, depending on whether the donor is living aredsed; recipients of a kidney from a

Iving donor may be confronted with guit on meeting their aton

Our findings show that patients face the future with hopie having reservations. Taking e
findings into account, a recent survey shows common thesissdrto changes following
transplantation, such as a return to normality, more gnbggjter health and quality of life (Tucker
et al, 2019). Conversely, patients have concerns regardingodushgraft survival, fears about
one day returning_te dialysis or needing to undergo anotherykidaesplant, along with
comorbidities. (Tucker et al., 2019). Hereby, this study supportandimgs regarding the fact that
patients experience an oscilation between hope and aésasv that are complex, as patients

simultaneously face the challenges of living with a gimn identity.
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We found that patients have feelings of Iving in limbo evhiheir identity is changing. They have
concomitant existential experiences, such as uncgrtaimi changed identity, and they also
struggle for normality. These findings can be understodteircontext of transition. According to
Meleis, al transitons, can be characterized as movement and flowtimee (Meleis, Sawyer, Im,
Hifinger Messiasm& Schumacher, 2000). Before patients og#m @ new beginning, they seem to
go through phases/of uncertainty, confusion and anxietygdtie transition (Meleis et al., 2000).
Furthermore, '‘patients in transition tend to be more vidtergMeleis et al., 2000). The process of
transplantation,™which invods existential concerns, illustrates this transition.rabg, air study

adds to the theory of transition by ilustrating existentmhensions related to the transition, as
experienced by patients after a living kidney transplamatldowever, patients who have
undergone kidney transplantation have to endure uncgrtegddted to Iving with a transplanted
organ, as long“as‘the kidney is functionifidne experience of transition substantiates the need for
focusing on existential experiences in rehabilitationpat&nts undergoing a kidney transplantation
during transition experience existential chalenges.ad@ress the existential experiences, an
individualized "interdisciplinary collaborative approach iseesial to create meaningful

communication between health professionals and patientsgamute kidney transplantation.

Considering that'patients have individual perceptions et#inand needs in the kidney
transplantation process, patient-centred education becomgseieient in the care of such
patients (Urstad, " Wahl, Andersen, @yen, & Fagermoen, 2012)ofethil evidence-based
education programme for the post-transplant phase consistige®fmain areas: medication,
rejection and lifestyle (Andersen, Wahl, Engebretsen, &dr2019) has been implemented in
Norway. With the purpose of meeting patients’ existential experiences in their everyday lives after a
kidney transplantation with a living donor, we therefore recemdmfocusing on and further
developing tailored support and education that encompassesisteatiex chalenges faced by the
individual patient.

Limitations

By clearly setting outsand stringently following Ricoeur’s steps in the analytical process (Ricoeur,
1991a), welstrove to establish transparency in the study.oDbe hermeneutic-phenomenological
approach, the disparity in the participants’ treatment modality represents a variation in the

experiences of the participants. The phenomenologicaltuiteradoes not offer much on sampling

procedures. However, the aim in a phenomenological studyuisderstand a phenomenon more
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deeply; besides which, variation in the phenomenologiaaheiwork is variation of the experiences
(Norlyk & Harder, 2010). Conversely, we did not study cultural siemd beliefs, and the
participants only reflected the Danish-speaking populatiotijus a multi-ethnic perspective is

lacking.

Conclusion

The aim of this_study was to investigate patients’ existential experiences in everyday life after a
kidney transplantation with a living donor. This study revéladd patients experience mulifaceted
existential challenges in their everyday lves dutihg transitional phase of undergoing kidney
transplantation.wPatients experience that people aroumddtigulate that they must be happy in
their new life, [suggesting that the patients have @envhew lfe to embrace. Nevertheless, the
donors’ possible complications after surgery have an impact opatients’ feelings of guilt, and
patients have to adapt to a new existendecluding a new identity. The patients Ine imbo; they
experience theirsexistence as uncertain and theitityders unknown. They question the idea that
they have a new.life, whie appreciating their newfourgbdom. The process of transplantation
hereby illustrateés “a transition that involves exi@érthalenges. Based on our findings regarding
existential experiences, support from health professionaieniies paramount. As patients
undergoing “akidney transplantation need education to adapt thdinges thereafter, psychosocial
support from health professionals may help to clarify and address patients’ existential experiences.
However, there is a need to develop a programme of rehabilitttadrencompasses the existential
chalenges faced by the individual patient and providesegieat to support patients achieving

meaningful lives.
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Table 1. Characteristics of the included patients

Patient | Gender Age Dialysis modalty before | Relationship to the donor
transplantation
P1 Male 40 None Father
P2 Male 20 Haemodialysis Father
P3 Female 59 None Brother
P4 Female 42 Haemodialysis Mother
P5 Male 43 Home haemodialysis Mother
P6 Female 43 None Sister
P7 Male 45 Peritoneal dialysis at Brother
home
P8 Female 59 Home haemodialysis Sister
P9 Male 49 None Brother
P10 Male 26 Haemodialysis Father
P11 Female 45 Haemodialysis Spouse
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Table 2: Example of the structural analysis

Units of meaning
What is said

Units of significance
What the text talks about

Themes

Emergence of key themes

“I have become asymbiosis
with my ilness. My ilness is
my identity. Now I have a nev
kidney and my body is
functioning. Wellsthen | think,
what should hdo?If it is a
completely new’life, what am
going to do with it? Does it
mean that | am obliged to do

something?”’

Reflections on how lving with
ESRD has become an identity
Patient’s experience of identity
is changing and experienced
uncertain and undefined after

kidney transplantation.

Living in limbo while one’s

identity is changing
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