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Abstract

Background: Although kidney transplantation is the best treatment for kidney

failure, scarce research has examined its effects on physical activity, physical

function and quality of life.

Objectives: To investigate the experiences of a group of adults living with advanced

kidney disease focusing on quality of life, physical activity and function and to see

how findings differ in a group of kidney transplant recipients.

Approach: Individual semi‐structured interviews were conducted with adults with

advanced kidney disease (n = 10; 70.5 ± 8.9 years) and adults who had received a kidney

transplant (n = 10; 50.7 ± 11.5 years; transplant age: 42.7 ± 20.9 months). Interviews

were transcribed verbatim, thematically analysed and composite vignettes developed.

Findings: Individuals with advanced kidney disease described a sense of loss and

alteration to their life plans. Kidney transplant recipients reported increased

freedom, independence and a return to near normality, with improved quality of

life, physical activity and function compared with their pre‐transplant lives.

However, transplant recipients also described living with anxiety about the health

of their transplant and fear it may fail.

Conclusion: Whilst adults living with advanced kidney disease often experience a

reduced quality of life, physical activity and function, kidney transplantation can help

facilitate a return to pre‐disease levels of physical activity, physical function and

quality of life. However, transplant recipients also reported living with anxiety

around their new kidney failing. This study demonstrates the variability in the lived

experiences of adults living with advanced kidney disease or a kidney transplant and

highlights the need for patient‐centred care.
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INTRODUCTION

Receiving a kidney transplant remains the optimal medical treatment

for chronic kidney disease (CKD) and kidney failure (Tonelli

et al., 2011). The 5‐year mortality of kidney transplant recipients is

47% lower than individuals on the transplant waiting list, who

typically receive another form of kidney replacement therapy (KRT),

such as dialysis (Kaballo et al., 2018). Between 2018 and 2019, 7959

adults in the United Kingdom (UK) started dialysis (UK Renal

Registry, 2021), with only 3272 transplants performed (NHS Blood

and Transplant, 2018). This, coupled with the incidence of kidney

disease increasing and the availability of suitable organs for

transplantation ceasing to increase reflects, at least in part, the

ageing and increasingly comorbid renal population (who may be

unsuitable for transplantation), as well as a growing demand for

kidney transplantation (UK Renal Registry, 2021).

LITERATURE REVIEW

Although the benefits of kidney transplantation are well known (i.e.,

restored kidney function), there is little qualitative evidence repre-

senting people's experiences of living with their transplant and how

these may differ from pre‐transplant life with advanced CKD, which

may be useful in demonstrating the transplant efficacy. Indeed,

congruent with a systematic review (Jamieson et al., 2016), Orr et al.

(2016) reported that adult kidney transplant recipients identified four

key themes (increased medicalisation, fear, gratitude and coping)

characterised their post‐transplant lives. As such, returning to a

‘normal life’ following a kidney transplant may not always be possible.

More specifically, fear of transplant failure and challenges

surrounding immunosuppressant use have previously been shown

to reduce quality of life (QoL) in kidney transplant recipients (de Brito

et al., 2015). Many also report feelings of survivor guilt, as well as

social isolation given the removed contact with their dialysis unit

where they have previously spent considerable time (Jones

et al., 2020). Qualitative research also identified a willingness to

tolerate greater side effects, such as increased medicalisation, to

maintain transplant health, with 88% of respondents valuing the

survival of their transplant over their own life (Howell et al., 2012).

Whilst the efficacy of a kidney transplant is assessed medically

and individuals are typically reclassified to a CKD stage based on their

restored kidney function (Provenzano et al., 2020), any other impact

on the individual's life is not routinely used to guide clinical

treatment. Previously, Lorenz et al. (2019) developed a conceptual

framework following semi‐structured interviews to characterise the

psychosocial impact of a kidney transplant, highlighting the burden

and stressors faced by kidney transplant recipients. This framework

allows insight into the lived experience of these individuals, however,

sheds little light on the impact of the transplant on physical activity or

physical function.

Although daily physical activity (Antoun et al., 2022a, 2022b)

and physical function (Wilkinson et al., 2021) are often reduced in

people with CKD, and are known to reduce their QoL (Antoun

et al., 2022a, 2022b), increased physical activity has been shown

to contribute to increased health‐related fitness and QoL within

kidney disease (Riess et al., 2013; Stefanović & Milojković, 2005).

In transplant recipients, increased physical activity is also associ-

ated with a reduced risk of a cardiovascular event (Kang

et al., 2019) and preserved kidney function (Masiero et al., 2020).

Given these associations between physical function, mortality and

QoL in people with a kidney transplant (Brar et al., 2021), physical

activity and physical function are important outcome measures to

monitor transplant success. Whilst the impact of kidney trans-

plants on QoL has previously been investigated (Wyld et al., 2012),

how this may differ to people living with advanced CKD and any

impacts on physical activity and physical function has yet to be

explored and can provide helpful insights into more holistic

transplant efficacy.

The purpose of this phenomenological study was to use the

composite vignette approach to present the experiences of adults

living with advanced CKD and kidney transplant recipients. Specifi-

cally, we aimed to address the question, “How does a kidney

transplant impact QoL, well‐being and physical activity behaviours in

individuals living with kidney disease?”

METHODS

This study was approved by the South Central – Berkshire A

Research Ethics Committee (19/SC/0302) and registered on the

Clinical Trials.‐ gov website before enrolment (NCT04427800)

and was adopted onto the NIHR portfolio (44737). Study

methodology was designed and conducted using an empirical

phenomenological approach and in line with Lincoln and Guba's

(1986) criteria for rigour in qualitative research and was reported

using the Consolidated criteria for Reporting Qualitative research

(COREQ) checklist (Tong et al., 2007).

Study design

A descriptive phenomenological study design, consisting of one‐to‐

one semi‐structured interviews was used. Data were collected

between October 2019 and 2020.

Study participants

In total, 20 adults with kidney failure (10 pre‐KRT and 10 post‐

transplant) were recruited from the (HOSPITAL SITE REMOVED FOR

REVIEW) a UK‐based National Health Service (NHS) regional kidney

and transplant centre with a catchment population of 2.2 million in

the South of England. Random sampling of individuals meeting the

eligibility criteria was utilised to identify participants and continued

until saturation was reached.

2 | ANTOUN ET AL.
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Data collection

Individual semi‐structured interviews were conducted by the first

author (Joe Antoun). Whilst these were initially face‐to‐face in the

participants' home (n = 3), due to restrictions imposed by the SARS‐

CoV‐2 pandemic, the remainder (n = 17) were conducted via

telephone. Through Patient and Public Involvement and informal

discussions with adults living with CKD, a telephone call was ranked

more preferable than video conferencing and has previously been

used by our team (Antoun et al., 2021; Antoun et al., 2022a).

Irrespective of whether interviews were conducted face‐to‐face or

via telephone, all were undertaken whilst the participant was at

home, at a time of their choice, to mitigate any potential influence

this may have (Elwood & Martin, 2000).

Interview guide

An interview guide comprising 11 open‐ended questions developed

through a review of the literature and informal discussions with

potential participants and within the research team, was used to

explore aspects of QoL, wellbeing and habitual physical activity

behaviours. Throughout the interviews, physical activity was con-

sidered as an overarching construct that included both exercise and

sport, and participants were asked to describe their experience of

physical activity, rather than providing objectively assessed levels.

Participants were informed that the researcher was not part of their

clinical team. The interviews explored participants understanding of

the impact of their kidney disease or transplant on aspects of their

life, using the topic guide flexibly, with prompts and probes to

encourage participants to expand on topics when needed. Data

collection continued until little new data and new themes emerged

within interviews and concepts were well developed (data saturation;

Green & Thorogood, 2004), after which, several additional interviews

were conducted to confirm this impression. All interviews were audio

recorded, transcribed verbatim and subsequently anonymised.

Completed interviews ranged from 15 to 31min (mean length:

22.8 ± 4.9min).

Data analysis

Transcripts were analysed using the NVivo 12 software package

(version 12.0, QSR International). Coding and thematic analysis were

undertaken by the first author (Joe Antoun) using a systematic

approach (Fereday & Muir‐Cochrane, 2006). The first stage of this

involved developing a code manually to organise similar and related

texts to assist with the interpretation of the data. In the second stage,

data were individually summarised, and any initial themes were

identified. Initial themes were subsequently revisited, codes applied,

and then regrouped into more appropriate groups. Finally, these

codes were corroborated by ZLS and DJB. An abductive approach

was taken to create codes from within the pre‐determined topic

summaries, to generate families of ideas or similar overarching

themes. Quotes were subsequently extracted from the transcripts

and aligned to appropriate themes and codes.

Composite vignettes

In the second stage of data exploration, the composite vignette

technique was used. This technique can be viewed as a form of

creative analytical practice that provides a new, deeper under-

standing of varied experiences (Spalding & Phillips, 2007) and has not

been used in transplant recipients and only in one study (Antoun

et al., 2022a, 2022b) involving people with kidney disease.

Specifically, in line with Bradbury‐Jones et al. (2014), the data are

presented via storytelling and combined quotes from the identified

themes to create separate composite vignettes for adults with CKD

and transplant recipients. Quotations and descriptions that best

described the themes previously extracted were set aside and

creatively weaved together to present the narrative using the voices

of those living with CKD or a kidney transplant. The remaining

authors acted as critical friends reviewing and revising the drafts of

vignettes several times to establish consistent and meaningful

storylines.

RESULTS

In total, 20 individuals participated in this study, representing two

groups: adults with stage G4 CKD (n = 10; 70.5 ± 8.9 years; 7 male)

and adults who had received a kidney transplant (n = 10; 50.7 ± 11.5

years; 6 males; transplant age: 42.7 ± 20.9 months). The themes

identified through the thematic analysis are presented in Table 1.

These denote the key thematic areas discussed concerning life with

kidney disease and/or post‐transplant on QoL, well‐being and daily

physical activity. The composite vignettes presented aim to elucidate

the lived experiences of adults living with advanced kidney disease

and a kidney transplant. Our intention was not to compare the two

groups, nor do we encourage our readers to do so. The composite

TABLE 1 Summary of the themes identified during thematic
analysis

Chronic kidney disease
stage G4

Increased awareness of condition

Difficulties with activities of daily
living (ADLs)

Reductions in physical ability

Alterations of life plans

Post‐transplant Increased engagement with ADL

Improvements in physical function

Transplant‐related anxiety

Improved freedom and independence

EXPERIENCES OF ADULTS LIVING WITH A KIDNEY TRANSPLANT | 3

 17556686, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jorc.12443 by T

est, W
iley O

nline L
ibrary on [20/11/2022]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense



vignettes presented are also contextually and temporally bound so

whilst it is hoped that these experiences may resonate with some

readers, the individual experiences to these stages of CKD may differ.

Composite vignette of adults living with advanced
CKD (Stage G4)

I find everything difficult. I am constantly being sick, especially in the

evenings and I am not capable of doing anything. I normally feel so

rough, I just don't go out. I have got no enthusiasm for anything. The

duration of sleep has also certainly changed. I tend to wake during the

night to go to the toilet and I properly struggle to get back to sleep. My

mood has dropped but I find it is because I feel sick all the time; the

change in diet does not help either. The lack of proteins that I love, like

cheese and eggs and meat is challenging. I don't want to do anything. I

just sit down and watch the television, until my wife forces me to do

things of course! We used to go abroad to see friends quite often, but we

don't go abroad anymore so that was curtailed, we have to stay here

[locally to UK] now. I would think, well, if I say that up to 2 years ago, I

would walk from my home to the high street twice a day as a regular

occurrence and that would take me 15min to get to the high street and

15min back, but now if I did that, I would be sitting on people's garden

walls because I would be breathless on my way down. My legs will also

swell up, so it is quite difficult to maintain any sort of exercise and you

get quite exhausted just doing short walks. I think I get tired whatever

happens. Something just comes over you. I just don't have the same

energy levels as I used to. I find that I get more breathless now after

certain jobs; simple jobs like bending down to tie my shoelaces, are more

difficult. I guess that at the moment I'm trying to programme my brain

for dialysis, because I'm going to have to be motionless for pretty much 4

hours. So that's what I'm currently worried about.

This first composite vignette sought to present the experience

and impact of living with CKD on QoL, wellbeing and physical

activity. A common experience faced by all was the overwhelming

symptom burden of CKD and the impact this had on QoL. Common

symptoms reported, such as tiredness, fatigue and reduced percep-

tion of wellbeing, have previously been identified as key contributors

to reduced QoL in advanced CKD (Almutary et al., 2016). In a similar

cohort of adults with advanced CKD (not requiring dialysis) assessed

using the Leicester uraemic symptom score, excessive tiredness,

disordered sleep and pain were most commonly reported, with this

increased symptom burden being associated with a reduced QoL

(Brown et al., 2017). This vignette also describes a reduction in

overall physical activity levels, both structured exercise and activities

of daily living (ADLs), mainly due to lack of energy and physical ability.

A previous study within this population highlighted the high

prevalence of frailty within CKD and the high burden of reduced

physical function, assessed through the use of the short physical

performance battery, translating to reduced abilities to perform

typical ADL (Walker et al., 2015). Previous work by Antoun et al.

(2022a, 2022b) highlighted a greater reduction in physical ability in

individuals who have reached kidney failure and require KRT, which

early physical activity interventions may help to prevent. This

reduction in physical ability is particularly important, as a reduction

in ADLs has the potential to impair independence, QoL as well as the

potential to lead to a deteriorating sense of self (Bristowe

et al., 2019).

Composite vignette of adult kidney‐transplant
recipients

Day‐to‐day life is totally different to the way it was before; from when I

was on dialysis. I am happier to go out on my own now in the car. I hardly

drove at all on dialysis because I just felt so tired all the time. It is like

your time is your own again and I can do things again, like holidays and

stuff, which I couldn't do when I was on dialysis. It was nice to be able to

plan things and do things. I get up in the morning and every day is like my

first day of being normal. I do everything that I want; I see my

grandchildren and I drive, I also shop myself normally, so I am like any

other person. I used to spend a lot more time sleeping when I was in

discomfort, so I would say that has improved after the transplant; I am

sleeping through the night and not waking up with discomfort. I'm coping

a lot more with that sort of thing [activities of daily living], energy wise,

like a day out with my daughter, that has definitely improved, whereas

before, I could hardly do a whole day out. I go out a lot and I walk a fair

distance, but I probably don't walk as far as I should but generally, I

would say that the impact on my life is amazing. I have improved

[increased] my exercise compared to me having kidney disease. I have

been swimming and done a few fitness classes and things since my

transplant. I always used to feel so tired [pre‐transplant] and I also felt

sick as well, but now, I can do what I want. However, if anything went

wrong [with the transplant], I think it worries me more than anything

because I know the specialist treatment that I need if anything does go

wrong. It [dialysis, pre‐transplant] affected my confidence to be fair. A lot

of scars and stuff from dialysis, which don't bother me anymore, but at

the time of the transplant, I always covered up. The thing is though, I find

life can be quite difficult because of the rest of my medical problems; the

kidneys do not bother me anymore.

This second composite vignette aimed to present a collated

experience of individuals following a kidney transplant, and the

impact of this on their QoL, wellbeing and physical activity. The most

reported change post‐transplant was an improved sense of self,

where individuals described increased feelings of wellness and a

return to ‘normal’ life. This builds upon previous research which has

shown that, compared to pre‐transplant, kidney transplant recipients

report significantly improved health‐related QoL in both the general

and kidney‐specific domains (Kovacs et al., 2011). Congruent with

Madariaga et al. (2016), our findings highlight the potential impact of

transplant‐related medications, such as immunosuppressants, on QoL

and incidence of comorbidity complications. People in the present

study who are living with a kidney transplant also reported

heightened anxiety and concern around the preservation of the

health of their transplant, which, in certain instances, led to restrictive

behaviour (i.e., reduced socialising or travelling abroad) to mitigate

4 | ANTOUN ET AL.
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risk. Our findings support previous qualitative investigations (Tucker

et al., 2019) which found that, although kidney transplant recipients

experienced improvements in QoL and a return to normalcy, longer‐

term implications were an ongoing concern with the lifetime of their

transplant and a potential need in the future to resume some form of

dialysis KRT.

DISCUSSION

This study aimed to explore the experiences of adults living with

advanced CKD and those who have received a kidney transplant,

focusing on their QoL and daily physical activity behaviours. For the

first time in kidney transplant recipients, the experiences of these

individuals have been presented using the novel composite vignette

technique. The principal findings show that individuals living with a

kidney transplant demonstrate improved QoL, independence and

physical activity levels, when compared to themselves pre‐transplant.

In contrast, advanced CKD is characterised as an increased

awareness of their condition through the deterioration in their

physical function and subsequent reductions in QoL. However, it was

noted that those living with a kidney transplant described transplant‐

related burdens, such as increased anxieties, which may have

implications regarding general well‐being and QoL.

Findings from our study highlight an increase in independence,

largely as a result of reduced medical reliance and increased physical

function. Such findings are congruent with a systematic review by

Jamieson et al. (2016) which found five key themes characterising

transplant recipients: empowerment through autonomy, prevailing

fear of consequences, burdensome treatment and responsibilities,

overmedicalising of life and social accountability. Our study also

highlighted the psychosocial impact of transplants, notably the

increased anxiety reported by transplant recipients. This anxiety

was typically caused by a fear of damaging the transplant and a fear

of returning to requiring dialysis, and, whilst many reported gaining

independence without the overbearing nature of dialysis, for some,

this was replaced by a constant concern for the transplant. Similar

findings have been found elsewhere with kidney transplant recipients

(Howell et al., 2012, 2017), with individuals willing to sacrifice other

aspects of their health to maintain that of their transplant and forced

to confront health deterioration with the uncertainty of their survival

(Pinter et al., 2017).

Similar findings were also reported by Lorenz et al. (2019), where

“work patients must do to care for their health (e.g., attending

medical appointments, taking medications” was identified as one of

the key themes contributing to treatment burden following a kidney

transplant. It is important to compare the findings presented within

this paper with that of the wider literature, particularly the theoretical

framework presented by Lorenz et al. (2019), which highlighted three

key themes characterising the experience of those living with a

kidney transplant. These are: (1) work patients must do to care for

their health; (2) challenges/stressors that exacerbate felt burden and

(3) impacts of burden (e.g. role/social activity limitations). Whilst the

vignettes presented within this paper provide a more positive

outlook, it is important to note that individual experiences and

responses to these key themes may differ amongst individuals. This

suggests that whilst, medically, a kidney transplant has the potential

to benefit individuals, the psychosocial impact and treatment burden

is high, and continued support for individuals post‐transplant could

provide some solace for transplant recipients.

The beneficial impact of regular exercise on fitness, functional

capacity, haemodynamic health and health‐related QoL within CKD

has been well reported (Heiwe & Jacobson, 2011), however, adults

living with CKD have a high prevalence of sedentariness, which may

be due to limitations associated with their condition and the

subsequent treatment. These high levels of sedentariness have

shown to be associated with poor physical function, poorer clinical

outcomes and increased mortality (Painter & Roshanravan, 2013).

Our findings support previous literature whereby low physical

activity levels and poor function in adults living with CKD results in

difficulties with ADLs, potentially impacting upon individuals'

independence and subsequent QoL. Nonetheless, the present study

also demonstrated an improvement in physical function and ability in

kidney transplant recipients when compared with themselves pre‐

transplant, supporting a recent review identifying that although

physical activity in transplant recipients is lower than the general

population, physical activity levels are greater than in a pre‐transplant

population (Takahashi et al., 2018) resulting in greater physical

functioning within this population group.

Transplant recipients have previously reported perceived barriers

to physical activity including lack of motivation, fatigue, and

shortness of breath (Sánchez et al., 2016). Within this study,

individuals that had received a kidney transplant described an

awareness of the need to be more physically active, now that they

were able, rather than guidance from a medical professional or

service, resulting in a lack of specificity with physical activity

behaviours. This suggests a need for an improved follow‐up service

which helps to increase physical activity levels and to reduce

anxieties through the introduction of further community support

with other transplant recipients, such as kidney beam® (https://

beamfeelgood.com/kidney-disease). Given that low physical activity

levels in kidney transplant recipients have been associated with

increased risk of cardiovascular and all‐cause mortality (Kang

et al., 2019; Zelle et al., 2011), further interventional studies may

help to explore the potential benefits of increased physical activity on

survival outcomes, and identify any potential barriers that may need

to be addressed.

Individuals who are post‐kidney transplant are typically re‐

classified based on their CKD progression. Indeed, Karthikeyan et al.

(2004) found that 90% of participants, all of whom were transplant

recipients, still had CKD according to clinical guidelines with a high

prevalence of complications. Another similar study reported a CKD

prevalence of 70% in kidney transplant recipients (Costa de Oliveira

et al., 2009). It could therefore be postulated that recipients of a

kidney transplant may have significant CKD and experience the

deleterious effects of this on QoL and wellbeing. These effects are in

EXPERIENCES OF ADULTS LIVING WITH A KIDNEY TRANSPLANT | 5
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addition to those directly attributed to transplantation, congruent

with the present study, which is of particular importance because the

prevalence of CKD post‐transplant is still high, and the longer‐term

implications of both the transplant and CKD have the potential to

impair QoL and perceived well‐being. Given this increased prevalence

of CKD despite receiving a transplant, the psychosocial burden also

remains high, as suggested by our findings, leaving individuals

anticipating transplant failure, and diminished QoL post‐transplant.

Therefore, addressing the issues causing increased anxiety within this

population is warranted, through further support post‐transplant.

However, the findings reported within this study focused on

presenting the subjective experiences of different stages of kidney

disease on QoL and wellbeing, with specific focus on physical activity

and function following a kidney transplant, from the perspective of

the participant. As such, a focus on the psychosocial impact of these

stages and how they may affect QoL, wellbeing and physical activity

is warranted.

The present findings need to be interpreted in the context of

several methodological limitations. First, the data collection for this

study was interrupted by the SARS‐CoV‐2 pandemic, which resulted

in almost all (85%) the interviews being conducted over the phone.

Although some may consider the use of telephones to reduce the

quality of qualitative data obtained (Novick, 2008), it has been used

successfully in the past when investigating QoL in ESRD by both

Antoun et al. (2021, 2022a, 2022b) and Ferri and Pruchno (2009).

Second, although the use of semi‐structured interviews enables

discussion and insight into individuals' perspectives, we recognise

that device‐based measures of physical activity were not obtained in

this present study. Furthermore, we recognise that physical activity

may have not only been affected by disease or transplant state but

also the presence of psychosocial factors, shown to impact physical

activity in this cohort (Wilkinson et al., 2021), therefore warranting

further exploration in this group. Therefore, future research utilising

device‐based measures of physical activity of people with CKD and a

kidney transplant, with measurement of the amount and intensity of

any activity, would be a valuable extension of the present work.

Furthermore, many of the observed differences in QoL, ADL and

physical function may not only be influenced by their condition but

also by age in our cohort (70.5 ± 8.9 vs. 50.7 ± 11.5 years for the CKD

and transplant groups, respectively) and as such, a more comparable

sample may provide more accurate findings. Finally, longitudinal

follow‐up of these individuals would provide a further understanding

of any potential changes to their QoL, well‐being and physical activity

status over time.

Through the novel presentation of composite vignettes, the

experiences of adults living with CKD or a kidney transplant, and the

impact of these on QoL, wellbeing and physical activity, have been

highlighted. Despite longer‐term implications of kidney transplanta-

tion, it remains a highly effective treatment for CKD and addresses

the physical symptoms and the deteriorating impact on QoL caused

by kidney disease. However, a review of the social support available

to transplant recipients may help to identify potential barriers and

solutions to the increased anxiety experienced by these individuals.

IMPLICATIONS FOR CLINICAL PRACTICE

Findings from this study demonstrate an improvement in QoL and

perceived well‐being as well as a reduction in symptom burden in

people with CKD following transplantation. Transplant recipients

become more physically able to engage in both physical activity and

typical ADL. However, transplant recipients report increased anxiety

surrounding their transplant specifically, which needs to be addressed

by clinical teams to further reduce barriers to QoL. For individuals

with advanced CKD, certain thematic areas identified in this study,

such as the increased symptom burden and reduced physical ability,

should be focused upon to mitigate any further reduction in QoL,

such as physical activity programmes to mitigate any CKD‐related

deteriorations in physical function. Findings from this study, in both

adults with CKD and adults following a kidney transplant, demon-

strate the variety in the impact of these common experiences on

individuals at the various stages of their disease and promote a focus

on more patient‐centred care and the treatment of the patient rather

than treatment of the disease.

AUTHOR CONTRIBUTIONS

Conceptualisation: Joe Antoun, Nicholas C. Sangala, Anthony I.

Shepherd, Jo Corbett and Zoe L. Saynor. Data curation: Joe Antoun,

Nicholas C. Sangala and Robert J. Lewis. Formal analysis: Joe Antoun,

Daniel J. Brown and Zoe L. Saynor. Investigation: Joe Antoun and

Zoe L. Saynor. Methodology: Joe Antoun, Daniel J. Brown, Beth G.

Clarkson and Zoe L. Saynor. Project administration: Joe Antoun and

Zoe L. Saynor. Supervision: Anthony I. Shepherd, Jo Corbett and Zoe

L. Saynor. Writing – original draft: Joe Antoun. Writing – review and

editing: Joe Antoun, Daniel J. Brown, Beth G. Clarkson, Nicholas C.

Sangala, Robert J. Lewis, Anthony I. Shepherd, Melitta A. McNarry,

Kelly A. Mackintosh, Jo Corbett and Zoe L. Saynor. All authors have

read and agreed to the published version of the manuscript.

ACKNOWLEDGEMENTS

The authors would like to thank all the participants from the Wessex

Kidney Centre who participated in this study, as well as the staff who

supported it. Particular thanks must go to the specialist renal nurses,

Lynn Watkins, Lynn Vinall, Kim Wren and Marie Broadway, for their

ongoing help and support with our research studies. This study was

funded by NxStage Medical Inc. (Now Fresenius Medical Corp.).

DATA AVAILABILITY STATEMENT

The data that support the findings of this study are available from the

corresponding author upon reasonable request.

ORCID

Joe Antoun http://orcid.org/0000-0002-9678-4326

Daniel J. Brown http://orcid.org/0000-0002-2210-3225

Beth G. Clarkson http://orcid.org/0000-0002-2237-0964

Anthony I. Shepherd http://orcid.org/0000-0001-6392-7944

Nicholas C. Sangala http://orcid.org/0000-0003-3997-2512

Robert J. Lewis http://orcid.org/0000-0001-9592-4932

6 | ANTOUN ET AL.

 17556686, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jorc.12443 by T

est, W
iley O

nline L
ibrary on [20/11/2022]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

http://orcid.org/0000-0002-9678-4326
http://orcid.org/0000-0002-2210-3225
http://orcid.org/0000-0002-2237-0964
http://orcid.org/0000-0001-6392-7944
http://orcid.org/0000-0003-3997-2512
http://orcid.org/0000-0001-9592-4932


Melitta A. McNarry http://orcid.org/0000-0003-0813-7477

Kelly A. Mackintosh http://orcid.org/0000-0003-0355-6357

Jo Corbett http://orcid.org/0000-0002-6552-6471

Zoe L. Saynor http://orcid.org/0000-0003-0674-8477

REFERENCES

Almutary, H., Bonner, A. & Douglas, C. (2016) Which patients with chronic
kidney disease have the greatest symptom burden? A comparative study

of advanced CKD stage and dialysis modality. Journal of Renal Care, 42(2),
73–82. Available from: https://doi.org/10.1111/JORC.12152

Antoun, J., Brown, D.J., Jones, D.J.W., Clarkson, B.G., Shepherd, A.I.,
Sangala, N.C. et al. (2022a) Exploring patients' experiences of the
impact of dialysis therapies on quality of life and wellbeing. Journal of

Renal Care, 1–9. Available from: https://doi.org/10.1111/jorc.12416
Antoun, J., Brown, D.J., Jones, D.J.W., Sangala, N.C., Lewis, R.J., Shepherd, A.I.

et al. (2021) Understanding the impact of initial COVID‐19 restrictions
on physical activity, wellbeing and quality of life in shielding adults with
end‐stage renal disease in the United Kingdom dialysing at home versus

in‐centre and their experiences with telemedicine. International Journal of
Environmental Research and Public Health, 18(6), 3144. Available from:
https://doi.org/10.3390/ijerph18063144

Antoun, J., Shepherd, A.I., Mcnarry, M.A., Mackintosh, K.A., Corbett, J.,

Sangala, N.C. et al. (2022b) Habitual physical activity and sleep in
adults with end‐stage renal disease. Journal of Clinical Exercise

Physiology, 11, 38–43.
Bradbury‐Jones, C., Taylor, J. & Herber, O.R. (2014) Vignette develop-

ment and administration: a framework for protecting research

participants. International Journal of Social Research Methodology,
17(4), 427–440. Available from: https://doi.org/10.1080/
13645579.2012.750833

Brar, A., Gruessner, A., Adey, D., Tedla, F., Yap, E., Kaul, D. et al. (2021)
Association of physical function and survival in older‐adult renal

transplant recipients. Transplantation Proceedings, 53(3), 913–919.
Available from: https://doi.org/10.1016/J.TRANSPROCEED.2020.
08.038

Bristowe, K., Selman, L.E., Higginson, I.J. & Murtagh, F. (2019) Invisible
and intangible illness: a qualitative interview study of patients'

experiences and understandings of conservatively managed end‐
stage kidney disease. Annals of Palliative Medicine, 8(2), 121–129.
Available from: https://doi.org/10.21037/APM.2018.12.06

de Brito, D.C., de Paula, A.M., Grincenkov, F.R., Lucchetti, G. & Sanders‐
Pinheiro, H. (2015) Analysis of the changes and difficulties arising
from kidney transplantation: a qualitative study. Revista Latino‐
Americana de Enfermagem, 23(3), 419–426. Available from: https://
doi.org/10.1590/0104-1169.0106.2571

Brown, S.A., Tyrer, F.C., Clarke, A.L., Lloyd‐Davies, L.H., Stein, A.G.,

Tarrant, C. et al. (2017) Symptom burden in patients with chronic
kidney disease not requiring renal replacement therapy. Clinical

Kidney Journal, 10(6), 788–796. Available from: https://doi.org/10.

1093/CKJ/SFX057
Costa de Oliveira, C.M., Mota, M.U., Mota, R.S., Nóbrega, J.O., Melo, D.S.,

Vieira, A.S. et al. (2009) Prevalence and staging of chronic kidney
disease in renal transplant recipients. Clinical Transplantation, 23(5),
628–636. Available from: https://doi.org/10.1111/J.1399-0012.
2009.01023.X

Elwood, S.A. & Martin, D.G. (2000) ‘Placing’ interviews: location and scales of

power in qualitative research. The Professional Geographer, 52(4),
649–657. Available from: https://doi.org/10.1111/0033-0124.00253

Fereday, J. & Muir‐Cochrane, E. (2006) Demonstrating rigor using
thematic analysis: a hybrid approach of inductive and deductive

coding and theme development. International Journal of Qualitative
Methods, 5(1), 80–92. Available from: https://doi.org/10.1177/
160940690600500107

Ferri, C.V. & Pruchno, R.A. (2009) Quality of life in end‐stage renal disease
patients: differences in patient and spouse perceptions. Aging &

Mental Health, 13(5), 706–714. Available from: https://doi.org/10.
1080/13607860902845558

Green, J. & Thorogood, N. (2004) Qualitative methods for health research,
2nd edition. London: Sage Publications. https://www.scirp.org/(S
(oyulxb452alnt1aej1nfow45))/reference/ReferencesPapers.aspx?
ReferenceID=955642

Heiwe, S. & Jacobson, S.H. (2011) Exercise training for adults with chronic

kidney disease. Cochrane Database of Systematic Reviews (10),
CD003236. Available from: https://doi.org/10.1002/14651858.
CD003236.PUB2

Howell, M., Tong, A., Wong, G., Craig, J.C. & Howard, K. (2012) Important
outcomes for kidney transplant recipients: a nominal group and

qualitative study. American Journal of Kidney Diseases, 60(2),
186–196. Available from: https://doi.org/10.1053/J.AJKD.2012.
02.339

Howell, M., Wong, G., Rose, J., Tong, A., Craig, J.C. & Howard, K. (2017)
Patient preferences for outcomes after kidney transplantation: a

best‐worst scaling survey. Transplantation, 101(11), 2765–2773.
Available from: https://doi.org/10.1097/TP.0000000000001793

Jamieson, N.J., Hanson, C.S., Josephson, M.A., Gordon, E.J., Craig, J.C.,
Halleck, F. et al. (2016) Motivations, challenges, and attitudes to self‐
management in kidney transplant recipients: a systematic review of
qualitative studies. American Journal of Kidney Diseases, 67(3), 461–478.
Available from: https://doi.org/10.1053/J.AJKD.2015.07.030

Jones, J., Damery, S., Allen, K., Nicholas, J., Baharani, J. & Combes, G.
(2020) ‘You have got a foreign body in there’: renal transplantation,
unexpected mild‐to‐moderate distress and patients' support needs:
a qualitative study. BMJ Open, 10(3), 035627. Available
from: https://doi.org/10.1136/BMJOPEN-2019-035627

Kaballo, M.A., Canney, M., O'kelly, P., Williams, Y., O'Seaghdha, C.M. &
Conlon, P.J. (2018) A comparative analysis of survival of patients on

dialysis and after kidney transplantation. Clinical Kidney Journal, 11(3),
389–393. Available from: https://doi.org/10.1093/CKJ/SFX117

Kang, A.W., Garber, C.E., Eaton, C.B., Risica, P.M. & Bostom, A.G. (2019)
Physical activity and cardiovascular risk among kidney transplant
patients. Medicine and Science in Sports and Exercise, 51(6),

1154–1161. Available from: https://doi.org/10.1249/MSS.
0000000000001886

Karthikeyan, V., Karpinski, J., Nair, R.C. & Knoll, G. (2004) The burden of
chronic kidney disease in renal transplant recipients. American

Journal of Transplantation, 4(2), 262–269. Available from: https://
doi.org/10.1046/J.1600-6143.2003.00315.X

Kovacs, A.Z., Molnar, M.Z., Szeifert, L., Ambrus, C., Molnar‐Varga, M.,
Szentkiralyi, A. et al. (2011) Sleep disorders, depressive symptoms
and health‐related quality of life—a cross‐sectional comparison

between kidney transplant recipients and waitlisted patients on
maintenance dialysis. Nephrology Dialysis Transplantation, 26(3),
1058–1065. Available from: https://doi.org/10.1093/NDT/
GFQ476

Lincoln, Y.S. & Guba, E.G. (1986) But is it rigorous? Trustworthiness and

authenticity in naturalistic evaluation. New Directions for Program

Evaluation, (30), 73–84.
Lorenz, E.C., Egginton, J.S., Stegall, M.D., Cheville, A.L., Heilman, R.L.,

Nair, S.S. et al. (2019) Patient experience after kidney transplant: a
conceptual framework of treatment burden. Journal of patient‐
reported outcomes, 3(1), 8. Available from: https://doi.org/10.1186/
s41687-019-0095-4

Madariaga, M.L., Spencer, P.J., Shanmugarajah, K., Crisalli, K.A.,
Chang, D.C., Markmann, J.F. et al. (2016) Effect of tolerance versus

chronic immunosuppression protocols on the quality of life of kidney
transplant recipients. JCI Insight, 1(8), e87019. Available
from: https://doi.org/10.1172/JCI.INSIGHT.87019

EXPERIENCES OF ADULTS LIVING WITH A KIDNEY TRANSPLANT | 7

 17556686, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jorc.12443 by T

est, W
iley O

nline L
ibrary on [20/11/2022]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

http://orcid.org/0000-0003-0813-7477
http://orcid.org/0000-0003-0355-6357
http://orcid.org/0000-0002-6552-6471
http://orcid.org/0000-0003-0674-8477
https://doi.org/10.1111/JORC.12152
https://doi.org/10.1111/jorc.12416
https://doi.org/10.3390/ijerph18063144
https://doi.org/10.1080/13645579.2012.750833
https://doi.org/10.1080/13645579.2012.750833
https://doi.org/10.1016/J.TRANSPROCEED.2020.08.038
https://doi.org/10.1016/J.TRANSPROCEED.2020.08.038
https://doi.org/10.21037/APM.2018.12.06
https://doi.org/10.1590/0104-1169.0106.2571
https://doi.org/10.1590/0104-1169.0106.2571
https://doi.org/10.1093/CKJ/SFX057
https://doi.org/10.1093/CKJ/SFX057
https://doi.org/10.1111/J.1399-0012.2009.01023.X
https://doi.org/10.1111/J.1399-0012.2009.01023.X
https://doi.org/10.1111/0033-0124.00253
https://doi.org/10.1177/160940690600500107
https://doi.org/10.1177/160940690600500107
https://doi.org/10.1080/13607860902845558
https://doi.org/10.1080/13607860902845558
https://www.scirp.org/(S(oyulxb452alnt1aej1nfow45))/reference/ReferencesPapers.aspx?ReferenceID=955642
https://www.scirp.org/(S(oyulxb452alnt1aej1nfow45))/reference/ReferencesPapers.aspx?ReferenceID=955642
https://www.scirp.org/(S(oyulxb452alnt1aej1nfow45))/reference/ReferencesPapers.aspx?ReferenceID=955642
https://doi.org/10.1002/14651858.CD003236.PUB2
https://doi.org/10.1002/14651858.CD003236.PUB2
https://doi.org/10.1053/J.AJKD.2012.02.339
https://doi.org/10.1053/J.AJKD.2012.02.339
https://doi.org/10.1097/TP.0000000000001793
https://doi.org/10.1053/J.AJKD.2015.07.030
https://doi.org/10.1136/BMJOPEN-2019-035627
https://doi.org/10.1093/CKJ/SFX117
https://doi.org/10.1249/MSS.0000000000001886
https://doi.org/10.1249/MSS.0000000000001886
https://doi.org/10.1046/J.1600-6143.2003.00315.X
https://doi.org/10.1046/J.1600-6143.2003.00315.X
https://doi.org/10.1093/NDT/GFQ476
https://doi.org/10.1093/NDT/GFQ476
https://doi.org/10.1186/s41687-019-0095-4
https://doi.org/10.1186/s41687-019-0095-4
https://doi.org/10.1172/JCI.INSIGHT.87019


Masiero, L., Puoti, F., Bellis, L., Lombardini, L., Totti, V., Angelini, M.L. et al.
(2020) Physical activity and renal function in the Italian kidney
transplant population. Renal Failure, 42(1), 1192–1204. Available
from: https://doi.org/10.1080/0886022X.2020.1847723

NHS Blood and Transplant (2018) Annual report on kidney
transplantation.

Novick, G. (2008) Is there a bias against telephone interviews in qualitative
research? Research in Nursing and Health. NIH Public Access, 31,
391–398. Available from: https://doi.org/10.1002/nur.20259

Orr, A., Willis, S., Holmes, M., Britton, P. & Orr, D. (2016) Living with a
kidney transplant: a qualitative investigation of quality of life. Journal
of Health Psychology, 12(4), 653–662. Available from: https://doi.
org/10.1177/1359105307078172

Painter, P. & Roshanravan, B. (2013) The association of physical activity and
physical function with clinical outcomes in adults with chronic kidney
disease. Current Opinion in Nephrology and Hypertension, 22(6), 615–623.
Available from: https://doi.org/10.1097/MNH.0B013E328365B43A

Pinter, J., Hanson, C.S., Chapman, J.R., Wong, G., Craig, J.C., Schell, J.O.
et al. (2017) Perspectives of older kidney transplant recipients on
kidney transplantation. Clinical Journal of the American Society of

Nephrology, 12(3), 443–453. Available from: https://doi.org/10.
2215/CJN.05890616

Provenzano, M., Chiodini, P., Minutolo, R., Zoccali, C., Bellizzi, V., Conte, G.

et al. (2020) Reclassification of chronic kidney disease patients for
end‐stage renal disease risk by proteinuria indexed to estimated
glomerular filtration rate: multicentre prospective study in nephrol-
ogy clinics. Nephrology, Dialysis, Transplantation: Official Publication of

the European Dialysis and Transplant Association – European Renal

Association, 35(1), 138–147. Available from: https://doi.org/10.
1093/NDT/GFY217

Riess, K.J., Haykowsky, M., Lawrance, R., Tomczak, C.R., Welsh, R.,
Lewanczuk, R. et al. (2013) Exercise training improves aerobic
capacity, muscle strength, and quality of life in renal transplant

recipients. Applied Physiology, Nutrition, and Metabolism = Physiologie

Appliquee, Nutrition Et Metabolisme, 39(5), 566–571. Available
from: https://doi.org/10.1139/apnm-2013-0449

Sánchez, Z.V., Cashion, A.K., Cowan, P.A., Jacob, S.R., Wicks, M.N. &

Velasquez‐Mieyer, P. (2016) Perceived barriers and facilitators to
physical activity in kidney transplant recipients. Progress in

Transplantation, 17(4), 324–331. Available from: https://doi.org/10.
1177/152692480701700411

Spalding, N.J. & Phillips, T. (2007) Exploring the use of vignettes: from validity

to trustworthiness. Qualitative Health Research, 17, 954–962. Available
from: https://doi.org/10.1177/1049732307306187

Stefanović, V. & Milojković, M. (2005) Effects of physical exercise in
patients with end stage renal failure, on dialysis and renal
transplantation: current status and recommendations. International

Journal of Artificial Organs, 28(1), 8–15. Available from: https://doi.
org/10.1177/039139880502800103

Takahashi, A., Hu, S.L. & Bostom, A. (2018) Physical activity in kidney
transplant recipients: a review. American Journal of Kidney Diseases, 72(3),
433–443. Available from: https://doi.org/10.1053/J.AJKD.2017.12.005

Tonelli, M., Wiebe, N., Knoll, G., Bello, A., Browne, S., Jadhav, D. et al.
(2011) Systematic review: kidney transplantation compared with
dialysis in clinically relevant outcomes. American Journal of

Transplantation, 11(10), 2093–2109. Available from: https://doi.

org/10.1111/J.1600-6143.2011.03686.X
Tong, A., Sainsbury, P. & Craig, J. (2007) Consolidated criteria for

reporting qualitative research (COREQ): a 32‐item checklist for
interviews and focus groups. International Journal for Quality in

Health Care, 19(6), 349–357.
Tucker, E.L., Smith, A.R., Daskin, M.S., Schapiro, H., Cottrell, S.M.,

Gendron, E.S. et al. (2019) Life and expectations post‐kidney
transplant: a qualitative analysis of patient responses. BMC

Nephrology, 20(1), 1–10. Available from: https://doi.org/10.1186/
S12882-019-1368-0

UK Renal Registry (2021) UK Renal Registry 23rd Annual Report Summary
of the UKRR 23rd Annual Report‐adults Summary of the UKRR 23rd

Annual Report‐children and young people. Available at: www.
renalreg.org [Accessed 26th September 2021].

Walker, S.R., Brar, R., Eng, F., Komenda, P., Rigatto, C., Prasad, B. et al.
(2015) Frailty and physical function in chronic kidney disease: the
CanFIT Study. Canadian Journal of Kidney Health and Disease, 2(1),

32. Available from: https://doi.org/10.1186/s40697-015-0067-4
Wilkinson, T.J., Clarke, A.L., Nixon, D.G.D., Hull, K.L., Song, Y., Burton, J.O. et al.

(2021) Prevalence and correlates of physical activity across kidney
disease stages: an observational multicentre study. Nephrology, Dialysis,
Transplantation: Official Publication of the European Dialysis and Transplant

Association – European Renal Association, 36(4), 641–649. Available
from: https://doi.org/10.1093/NDT/GFZ235

Wyld, M., Morton, R.L., Hayen, A., Howard, K. & Webster, A.C. (2012) A
systematic review and meta‐analysis of utility‐based quality of life
in chronic kidney disease treatments. PLoS Medicine, 9(9),

e1001307. Available from: https://doi.org/10.1371/JOURNAL.
PMED.1001307

Zelle, D.M., Corpeleijn, E., Stolk, R.P., de Greef, M.H., Gans, R.O.,
van der Heide, J.J. et al. (2011) Low physical activity and risk of

cardiovascular and all‐cause mortality in renal transplant recipients.
Clinical Journal of the American Society of Nephrology, 6(4), 898–905.
Available from: https://doi.org/10.2215/CJN.03340410

AUTHOR BIOGRAPHY

Zoe Saynor is a Reader (Associate Professor) in

Clinical Exercise Physiology and lead for both the

Physical Activity, Health and Rehabilitation The-

matic Research Group and the Clinical, Health and

Rehabilitation Team (CHaRT) at the University of

Portsmouth, UK. She is also honorary researcher

at several NHS Trusts (Portsmouth Hospitals University NHS

Trust; University Hospitals Southampton NHS Foundation Trust)

and member of the UK Exercise and Lifestyle Clinical Studies

Group and Global Renal Exercise Network. She is interested in

the application and benefits of exercise testing and training in

clinical populations and the wider concept that Exercise is

Medicine.

SUPPORTING INFORMATION

Additional supporting information can be found online in the

Supporting Information section at the end of this article.

How to cite this article: Antoun, J., Brown, D.J., Clarkson,

B.G., Shepherd, A.I., Sangala, N.C., Lewis, R.J., et al. (2022)

Experiences of adults living with a kidney transplant—Effects

on physical activity, physical function, and quality of life: a

descriptive phenomenological study. Journal of Renal Care,

1–8. https://doi.org/10.1111/jorc.12443

8 | ANTOUN ET AL.

 17556686, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jorc.12443 by T

est, W
iley O

nline L
ibrary on [20/11/2022]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

https://doi.org/10.1080/0886022X.2020.1847723
https://doi.org/10.1002/nur.20259
https://doi.org/10.1177/1359105307078172
https://doi.org/10.1177/1359105307078172
https://doi.org/10.1097/MNH.0B013E328365B43A
https://doi.org/10.2215/CJN.05890616
https://doi.org/10.2215/CJN.05890616
https://doi.org/10.1093/NDT/GFY217
https://doi.org/10.1093/NDT/GFY217
https://doi.org/10.1139/apnm-2013-0449
https://doi.org/10.1177/152692480701700411
https://doi.org/10.1177/152692480701700411
https://doi.org/10.1177/1049732307306187
https://doi.org/10.1177/039139880502800103
https://doi.org/10.1177/039139880502800103
https://doi.org/10.1053/J.AJKD.2017.12.005
https://doi.org/10.1111/J.1600-6143.2011.03686.X
https://doi.org/10.1111/J.1600-6143.2011.03686.X
https://doi.org/10.1186/S12882-019-1368-0
https://doi.org/10.1186/S12882-019-1368-0
http://www.renalreg.org
http://www.renalreg.org
https://doi.org/10.1186/s40697-015-0067-4
https://doi.org/10.1093/NDT/GFZ235
https://doi.org/10.1371/JOURNAL.PMED.1001307
https://doi.org/10.1371/JOURNAL.PMED.1001307
https://doi.org/10.2215/CJN.03340410
https://doi.org/10.1111/jorc.12443



