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Abstract

Background Understanding the behaviours that facilitate or impede one’s ability to self-manage is important to improve
health-related outcomes in kidney transplant recipients (KTRs). Previous studies exploring the self-management experiences
of KTRs have focused on specific tasks (e.g., medication adherence), age groups (e.g., adolescent or older recipients), or have
been conducted outside of the UK where transferability of findings is unknown. Our study aimed to explore the perceptions
and experiences of self-management in UK KTRs to identify facilitators and barriers associated with self-management tasks.
Methods Semi-structured interviews were conducted with eleven KTRs. Topics explored included experiences of self-
management tasks (diet, exercise, medications, stress management), perceived healthcare role, and future interventional
approaches. Thematic analysis was used to identify and report themes.

Results Eight themes were identified which were mapped onto the three self-management tasks described by Corbin and
Strauss: medical, role and emotional management. Perceived facilitators to self-management were: gathering health-related
knowledge, building relationships with healthcare professionals, creating routines within daily life, setting goals and iden-
tifying motivators, establishing support networks, and support from family and friends. Complexity of required treatment
and adjusting to a new health status were perceived barriers to self-management.

Conclusions Participants described the importance of collaborative consultations and continuity of care. Tailored interven-
tions should identify individualised goals and motivators for participating in self-management. Education on effective strate-
gies to manage symptoms and comorbidities could help alleviate KTRs’ perceived treatment burden. Family and peer support
could emotionally support KTRs; however, managing the emotional burden of transplantation warrants more attention.
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Introduction

Kidney transplantation offers better long-term health out-
comes [1, 2] and reduced mortality [3] than dialysis for indi-
viduals with end-stage kidney disease. However, morbidity
and quality of life in kidney transplant recipients (KTRs)
continues to remain inferior to those without chronic kidney
disease (CKD) [4]. To reduce the risk of long-term com-
plications associated with transplantation, including graft
failure, KTRs are encouraged to engage with their health-
care and take greater responsibility for their health [5]; this
is termed self-management [6]. KTRs who engage in self-
management behaviours have improved clinical markers and
report better medication adherence [7]. Self-management
comprises of three core tasks: medical, role, and emotional
management [8]. For KTRs, medical management includes
adherence to complex medication regimens, self-assessment
for symptoms and complications, attending appointments
and cancer screening, and avoidance of unwell individuals
[5, 9]. Emotional management describes dealing with the
negative emotions of their condition such as fear of graft
failure. Role management includes social and behavioural
adaptations, such as eating a balanced diet, maintaining
hydration and regular physical activity [9].

Engagement in self-management behaviours in KTRs
remain poor, with studies reporting low levels of physical
activity [10], inconsistent dietary adherence [11], and high
levels of medication non-adherence [12]. Understanding the
facilitators and barriers towards effective self-management
can aid in the development of targeted resources to support
these behaviours. A qualitative systematic review of motiva-
tions, challenges, and attitudes in KTRs identified themes
relating to the overarching perspectives of self-manage-
ment such as burdensome treatment, responsibilities, and
empowerment through autonomy [9]. Despite synthesising
fifty studies, many included only explored specific expe-
riences relating to single aspect of self-management (e.g.,
medication adherence, stressors and coping strategies, and
post-operative recovery) [13—16]. Other studies exploring
self-management in KTRs have excluded key groups such
as individuals less than one-year post-transplantation [17],
a population of key importance due to their vulnerability
to graft loss and death [18]. Research has also focused on
specific age groups such as adolescents [19] or older KTRs
[20]. Been-Dahmen et al. [21] explored the self-management
challenges and support needs of KTRs and utilised the three
self-management tasks described by Corbin and Strauss [8]
when both designing and reporting their study. However, due
to being conducted at a single centre in the Netherlands, and
subsequently having a majority Dutch sample (81.3%), it is
important to understand how their findings may transfer to
other KTR populations.

@ Springer

To date, no studies have reported KTRs’ experiences
alongside an assessment to quantify individuals perceived
self-management ability. The ‘Patient Activation Measure’
(PAM) assesses individuals’ perceived ability to manage
their own health and care [22]. The important role of the
PAM in understanding self-management behaviours in
KTRs has been recognized in the United Kingdom (UK) [23,
24], and was recommended to inform kidney disease policy
in the United States [25]. A recent report suggests that the
PAM could be pivotal when developing patient-centred self-
management interventions for KTRs, and could inform inter-
view topics and facilitate the representation of the experi-
ences of those with different self-management abilities [25].

With self-management tasks changing considerably post-
transplantation, there is a need to understand the overall
experiences, facilitators, and barriers of self-management
to inform healthcare professionals (HCPs) on how to deliver
effective tailored support to KTRs. The purpose of this study
was to explore the facilitators and barriers towards self-man-
agement in a UK KTR population.

Materials and methods
Study design and participants

This is a qualitative sub-study of DIMENSION-KD
(ISRCTN84422148), a national multi-site prospective obser-
vational research study. Participants were recruited from
routine outpatient clinics at the Leicester General Hospital,
UK. For this study, the inclusion criteria were > 18 years
of age, a functioning kidney transplant, and the ability to
provide written informed consent. Exclusion criteria were
CKD Stages 1-5 without transplantation.

The aim was to recruit 12 participants; this sample size
was chosen to reflect sufficient diversity in views and experi-
ences within the available time and resources. This number
reflected guidelines created to ensure an appropriate sample
size [26], and was subject to change throughout the inter-
view process as it was dependant on the richness of data
derived from individual participants [27]. In order to cap-
ture diversity in responses, participants were recruited using
purposive sampling, utilising maximum variation sampling
to ensure a representative population with a range of char-
acteristics [28].

Those invited to be interviewed were contacted by phone
or email, using details provided by participants, to arrange
a suitable time for interview. Ethical approval was provided
by the East-Midlands Leicester Central Research Ethics
Committee (18/EM/0117). Written informed consent was
obtained prior to the commencement of the interview. Tran-
scripts were anonymised and IDs were given to participants.
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Consent was obtained to access clinical data (eGFR, years
since receiving transplant) from medical notes and question-
naire results (age, ethnicity, employment status, PAM score)
from a different part of the research study. Patient activa-
tion was assessed by the PAM—where individuals answered
thirteen statements relating to health behaviours on a Likert
scale (disagree strongly, disagree, agree, agree strongly or
N/A). PAM scores between 0 and 100 were calculated [22,
29] to categorise participants into one of four activation lev-
els; Level 1 (<47.0, lowest), Level 2 (47.1-55.1), Level 3
(55.2-67.0), Level 4 (> 67.0, highest) [22, 30]. PAM has
been validated and recommended for use in KTRs [31].

Interview procedure

Individual semi-structured interviews were used to explore
the perceptions and experiences of self-management. An
interview schedule was developed through familiarisation
with current literature, exploring the three self-management
tasks described by Corbin and Strauss [8], and also reflecting
core statements within the PAM (skills, knowledge and con-
fidence). A renal pharmacist provided insights into medica-
tion regimens, and two KTRs provided further feedback on
the types of self-management tasks to be discussed. Minor
revisions were made prior to conducting interviews to reflect
topics that emerged (e.g., perceived role of family members
in KTRs’ care). The schedule was pilot tested with a KTR
to ensure that the interview schedule was appropriate, eas-
ily understood, and functional. As the pilot interview was
data-rich, it was subsequently included in the final analysis.

Interviews were conducted face-to-face within a quiet
meeting room in the research department, between Octo-
ber 2019 and February 2020, by a medical student (KEM)

Table 1 Participant characteristics

completing a master’s project with the research team. An
experienced qualitative researcher (CJL) observed two
interviews. Participants had no previous relationship with
the researchers prior to study commencement. KEM kept a
personal reflective logbook during interview conduction and
analysis. Interviews were audio-recorded and transcribed
verbatim by a professional transcription company.

Qualitative analysis

QSR International’s NVivo9 software was used to manage
the data, which were analysed using reflexive thematic anal-
ysis, described by Braun and Clarke [32, 33]. KEM famil-
iarised themself with the complete data set through listening
to audio-recordings and annotating transcripts, and indepen-
dently identified initial codes using an inductive approach. A
sample of transcripts were independently coded by CJL. Fol-
lowing confirmation of similar code derivation, the remain-
ing transcripts were coded by KEM. Potential themes were
created through identifying relationships between codes, re-
focusing and collating them to form over-arching concepts.
CJL refined themes with KEM throughout this process, and
definitions of themes were agreed. It was recognised that
emerging themes were strongly linked to the three self-man-
agement tasks by Corbin and Strauss [8], and was likely
reflective of the tasks being embedded within the interview
schedule. Thus, to provide structured demonstration of find-
ings, themes were mapped onto these tasks, and relevant
quotes were selected to illustrate the findings. The COREQ
guidelines were followed when reporting the methods.

No Gender Age (years) Ethnicity Employment Years since receiv-  eGFR (mL/ PAM Score PAM Level
ing transplant min/1.73 m?)
1 Female 33 Caucasian Employed 7 58 72.5 4
2 Male 61 Indian Employed 27 32 a a
3 Male 38 Caucasian Employed 6 30 65.5 3
4 Male 68 Caucasian Retired 2 58 100 4
5 Male 64 Caucasian Retired <1b 51 65.5 3
6 Male 77 Caucasian Employed 6 18 53.2 2
7 Male 33 Indian Employed <1 50 a a
8 Male 59 Caucasian Employed 10 67 55.6 3
9 Female 49 Caucasian Unemployed <1 88 65.5 3
10 Female 59 Caucasian Employed 10 37 51 2
11 Male 59 Other Employed <1 42 67.8 3

PAM Patient Activation Measure
#Data not provided by participant
YParticipant had received more than one transplant
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Findings
Summary of participant characteristics

Twenty-nine KTRs were invited to participate, 18 of whom
responded: two declined to take part and two were uncon-
tactable. Further recruitment ceased due to the Covid-19
pandemic. Thus, a total of 11 interviews were conducted.
Participant characteristics are displayed in Table 1. Inter-
viewees comprised of eight males and three females, with
a mean age of 55 (range 33-77) years. The mean eGFR
was 48.0 (+21.2) mL/min/1.73 m?. PAM scores ranged
from 51.0 to 100 (Levels 2-4).

Interview duration ranged from 48 to 86 min (mean
68 min). Participants described their role in self-managing
their health and kidney transplant. Eight themes were iden-
tified and, to both provide a structured display of findings
and reflect the integral role of these tasks in exploring
our research question, they were mapped onto their rel-
evant task described by Corbin and Strauss [8]. Interviews
prioritised exploring motivators to self-management and
so more facilitators than barriers were identified. Themes
present both barriers and facilitators within them and are

displayed with relevant quotes in tables relating to their
associated self-management task.

Task 1: Medical management

Exemplar quotes are presented in Table 2

Theme 1: Gathering health-related knowledge Participants
believed that having knowledge of their condition and an
awareness of how to self-manage increased their confidence
to undertake self-management tasks. Self-management
knowledge was considered to increase with the progres-
sion of time since their transplant, as a result of engaging
more in their healthcare. The desired amount of information
to effectively self-manage varied, with some considering
excess knowledge as a source of anxiety, and others wanted
more.

Theme 2: Complexity of required treatment The combined
burden of symptoms, medication side effects, underly-
ing kidney condition, and comorbidities were considered
to limit engagement with self-management. Participants
with multiple conditions believed that General Practition-
ers (GPs) had insufficient time to support each condition

Table 2 Themes applied to the medical management task described by Corbin and Strauss (1988)

Theme Minor themes Exemplar quotes from kidney transplant recipients
Gathering  Information collecting “I just pick it up on the way through, various consultants and doctors, listen to people ... that’s
health- how you learn” (Male, age 77, PAM Level 2)
related “... [exercise] was something that I was excited about but also a little daunted about because
knowl- I'm like well what can I do ... will that cause any damage?” (Male, age 33, PAM Level 3)
edge “I believe that a better understanding of your condition, of all the aspects, leads to, well better
treatment or, at the end of the day, lifestyle.” (Male, age 64, PAM Level 3)
Reputable sources “There’s a lot of rubbish about certain subjects online ...” (Male, age 77, PAM Level 2)
“... it’s my own accord now, so in terms of the diet, I've spoken to the dietician who’s given me
his input.” (Male, age 33, PAM not reported)
Information as a source of anxiety “... I never once have read the [medication] leaflet that you get inside because I know there’s
that many side effects, I just don't want to know. And 1 just, I'd rather be, like, just completely
oblivious to it.” (Female, age 33, PAM Level 4)
Complex-  Symptoms “I don’t exercise very much, because even now I get breathless ... It stops me being mobile,
ity of because I can walk for so far and then stop, where I've got to. (Male, age 77, PAM Level 2)
required “I would say I am still in recovery now. You do certain things and you get twinges; you get a
treatment lot of infections; you get a lot of other stuff.” (Female, age 49, PAM Level 3)
Complications “The last time I got sick was just before Christmas ... I was in hospital for a month, and then

I was probably still off work for about a month or a month and a half after I got out ... I just
rested.” (Female, age 59, PAM Level 2)

“... I was just so poorly and I just got one thing after the other ... I ended up with urosepsis
and I was in hospital, like, in here for a week and my kidney function halved and it was just
awful.” (Female, age 33, PAM Level 4)

Specialist support

“[GPs] give you ten minutes ... they only want one problem, you can't say [a] second one,

‘OK come next time’, I'm there, why not just sort it out. Because I've got so many problems
because it might be related to the other one...” (Male, age 61, PAM not reported)

“I'd rather contact them here than my own doctors ... because they are the experts on the
kidneys.” (Male, age 68, PAM Level 4)

@ Springer
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Table 3 Themes applied to the role management task described by Corbin and Strauss (1988)

Theme Minor themes

Exemplar quotes from kidney transplant recipients

Building relationships with healthcare professionals Continuity of care

Collaborative care

Ease of access

Empowerment

Creating routines within daily life Creating habits

Preparing for disruptions

Setting goals and identifying motivators Goals

Motivators

“You've got the consistency with the doctors that you see, and
they always explain everything very well ... I think prob-
ably because it’s been with me for so long, and if I've got a
problem, I know I can always come here.” (Female, age 59,
PAM Level 2)

“Continuity is important ... being known by the team, there is
the personal aspect, they know you. I also know them.” (Male,
age 64, PAM Level 3)

“When I see [Doctor] on a roughly three, four monthly basis, 1
bring that up during the discussions ... we cut that out and try
and find something alternative etcetera.” (Male, age 64, PAM
Level 3)

“They wanted to give me more medication ... I just said look,
can you give me some time ... to see whether I can bring it
[blood pressure] down myself through meditation or anything
like that, and yeah, they were fine with it.” (Male, age 33,
PAM not reported)

“If I was abroad, I can e-mail [Doctor]’s secretary and say I’ve
got this or that ... they’re at the end of the phone if something
is not quite right.” (Male, age 68, PAM Level 4)

“[A] lot of them have said this to me, you’ve got your whole life
ahead of you, so just be on top of it.” (Male, age 33, PAM not
reported)

“They’ve always said, ‘you are the person that knows more
about your health than anyone else because you're living with
it’” (Female, age 33, PAM Level 4)

“[Taking medication] becomes a habit. First thing in the morn-
ing, last thing at night.” (Male, age 77, PAM Level 2)

“I’ve got an alarm for my tablets ... put diary dates in when |
need to order my tablets as well...” (Male, age 68, PAM Level
4)

“... a two and a half mile walk on an either early evening or
whenever, even at night ... that forms a part of our lifestyle.”
(Male, age 64, PAM Level 3)

“[If] I'm going out or going out for a meal, I’ll put a reminder
on my phone [to take medications].” (Male, age 38, PAM
Level 3)

“The only times it gets a bit [difficult] is if you go out of your
routine ... I might take them [medications] a little bit early
before I go, or other times I might just take them with me.”
(Female, age 59, PAM Level 2)

“[Weight loss] restricts my life quite a lot ... It’s not like a
never-ending thing. I've got a goal” (Male, age 59, PAM Level
3)

“Because of the nature of my work as well, you had to be physi-
cally fit” (Male, age 38, PAM Level 3)

“I'm thinking about [daughter], she makes me stronger... why
worry about me.” (Male, age 61, PAM not reported)

“I’'m glad that I've got a job, because it gives me something
to do ... at the weekend it’s a devil of a job to do anything,
because I've not got that objective to get to.” (Male, age 77,
PAM Level 2)

“The transplant has been a very precious gift ... I want to try
and do everything I can to try and maintain it” (Male, age 59,
PAM Level 3)

effectively. Complications such as infections were described ~ impact on mental health and exacerbated symptom burden.
as disabling, with long hospital stays resulting in negative = Fatigue was considered as a debilitating symptom which
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Table 4 Themes applied to the emotional management task described by Corbin and Strauss [8]

Theme Minor themes

Exemplar quotes from kidney transplant recipients

Adjusting to a new health status Emotional impact

New limits

Perceived vulnerability

Establishing peer support Sharing of experiences

Limitations of peer support

Support from family and friends Partnership with family and friends

Educating support networks

“... it’s almost like a PTSD thing [after transplantation], whoa, what the
hell have I just been through over the last two, three years? Whoa, sud-
denly hits you ...” (Female, age 49, PAM Level 3)

“... when I got home [after transplantation], oh I was a nightmare ... it’s
Jjust such a massive thing that you've gone through ... the enormity of
everything that’s gone on hits you” (Female, age 33, PAM Level 4)

“... [after transplantation] I genuinely felt as though I had enough
energy to run a marathon ... Mentally I could do it, but with my body
and stuff I couldn’t.” (Male, age 33, PAM not reported)

“... you restrict yourself [on dialysis] ... then when you come off that,
they tell you to drink a lot of water, you mentally can’t get round it.”
(Male, age 77, PAM Level 2)

“... those early days you're very very, feel very vulnerable, not very
confident at all ... I can remember going out for the first time with my
friends, and this pub was really busy, and I thought I didn’t want to
stand too close to them, I thought because if I end up with a fight and
you get punched in this area.” (Male, age 68, PAM Level 4)

“I'm so much more anxious about, like, something happening to my
kidney ... I'm so paranoid about something happening and getting that
ill again, definitely.” (Female, age 33, PAM Level 4)

“I've got quite a few friends that have had transplants ... it’s so good to
talk to them because they fully understand how you feel, and we can
support each other.” (Female, age 33, PAM Level 4)

“Knowing what I know now, I would like to pass that information to
someone, even my age or younger ... just tell them about the diet, medi-
cation ...” (Male, age 33, PAM not reported)

“I found that reading online forums about holidays when I was dialysing
depressed me.” (Male, age 77, PAM Level 2)

“If there was a patient who could explain, that’s fine, but I think if I had
an issue, a complication or a problem I would probably just speak to
the health professional.” (Male, age 59, PAM Level 3)

“My wife ... she’s genuinely given me more knowledge, she’s assisting me
with the diet and stuff, she comes to my appointments ... she would ask
more things, so then it got me thinking about what I should be asking.”
(Male, age 33, PAM not reported)

“All my friends are really good ... if I was supposed to be meeting them
and they don't feel well they’ll text me and they’ll go ‘look, just to let
you know, like, I think I'm coming down with a cold’ or whatever and
we will rearrange.” (Female, age 33, PAM Level 4)

“They should say well I would suggest you come and bring your wife
along ... we all have a different view or angle of what was said. And in
that way, on the way home people can discuss, well what do you think
was said etcetera.” (Male, age 64, Pam Level 3)

“I don’t think [Husband] or [Daughter] have ever been told that if you
want to give us a ring we can sit down and we can explain stuff to you.
So that would be helpful.” (Female, age 49, PAM Level 3)

limited activities and could only be relieved by resting.
Some participants reported being unable to complete daily
tasks or maintain employment due to their symptom burden.

@ Springer

Task 2: Role management

Exemplar quotes are presented in Table 3

Theme 3: Building relationships with healthcare profes-
sionals Participants believed that establishing relation-
ships with HCPs helped build trust, supported them to feel
involved with healthcare decisions and enabled the delivery
of tailored advice. These relationships were formed through
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collaborative consultations with HCPs and continuity of
clinical support. Ease of access to medical support was
considered to be reassuring to participants, and HCPs who
took responsibility for their patients, answered questions,
provided manageable recommendations, and empowered
patients were perceived to offer good quality care.

Theme 4: Creating routines within daily life Medication,
dietary, and exercise routines were perceived to facilitate
self-management by integrating tasks into daily life. Most
participants described adjusting medication routines around
meals or work schedules, with some participants utilising
dosette boxes and alarms as reminders; preparing for routine
disruptions, such as holidays or life-events, were considered
to ensure consistency.

Theme 5: Setting goals and identifying motivators Goals were
reported to motivate participants to self-manage, and included
weight loss, exercise consistency, and high fluid intake, which
participants tracked themselves or by using apps. Whilst some
participants felt discouraged when they were not achieved and
believed that goals restricted their lifestyles, many discussed
how they provided an endpoint to persevere towards. Fam-
ily members, career aspirations, inspiring stories from other
KTRs, and aspiring for a long graft lifespan were considered
motivators to engage in self-management behaviours.

Task 3: Emotional management

Exemplar quotes are presented in Table 4

Theme 6: Adjusting to a new health status Most participants
discussed the emotional impact of receiving a transplant and
their fears of graft loss. Managing complex health recom-
mendations and adjusting to reduced restrictions in the early
post-transplant phase was considered to be overwhelm-
ing, impacting upon participants’ mental health. Nearly all
participants described feeling vulnerable and anxious due
to missed medications or complications. Participants were
fearful of harming their graft, especially when exercising,
being around unwell individuals, or in crowds of people.

Theme 7: Support from family and friends Almost all par-
ticipants expressed a desire for family and friends to receive
education on their condition, the emotional impact of receiv-
ing a transplant, and how to assist with self-management
behaviours. Many participants believed that having family
members attend their appointments helped them to under-
stand their condition better, provided appropriate emotional
support, and supported participants to engage more with
their health.

Theme 8: Establishing peer support networks A small num-
ber of participants explained that they avoided seeking peer
support because they previously encountered scaremonger-
ing and negativity. Nevertheless, the majority of partici-
pants described experiencing a ‘community’ when engaging
with other KTRs and they suggested that providing support
groups, online forums, and patient information days could
emotionally support KTRs.

Discussion

In this study, we report the facilitators and barriers to self-
management in KTRs. This information is key to under-
standing how to improve self-management behaviours in
individuals. Through reporting participant PAM levels, our
study provides further information on each individual’s per-
ceived self-management abilities to complement the under-
standing gained from their lived experiences. Our findings
demonstrate that effective self-management requires sup-
port to complete each of the three self-management tasks
described by Corbin and Strauss [8]: medical, role, and emo-
tional management. Gathering sufficient information on how
to self-manage was described as meaningful to undertake
medical management, whilst individual’s symptom burden,
complications, and comorbidities were considered barriers.
Role management was facilitated by establishing relation-
ships with HCPs, building routines, setting goals, identifying
motivators, and integrating both peer and family support net-
works into individuals’ healthcare. Emotional management
was considered to be adversely impacted by the emotional
burden of transplantation, including fear of graft failure and
individuals’ perceived vulnerability.

Establishing relationships with HCPs was facilitated
through collaborative consultations, continuity of care,
and empowerment from HCPs and appeared to influence
individuals’ health-related knowledge. The importance
of developing partnerships, shared decision-making, and
desired qualities of HCPs has been discussed within other
KTR populations [21, 34]. Active interactions with HCPs
can empower individuals and nurture intrinsic motivation,
defined as the completion of tasks for personal satisfaction
[35]. With intrinsic motivation being a prominent motivator
for behavioural change [36], HCPs should actively listen to
their patients’ descriptions of their lifestyles and integrate
recommendations based on their desired outcomes. These
consultations could involve the creation of action plans
which identify realistic and tailored health targets [35, 37] to
increase recipients’ self-efficacy (an individual’s confidence
and beliefs in their capabilities to complete tasks) [38].

Participants discussed the importance of identifying moti-
vators to engage with self-management and setting health-
related goals. The significance of KTRs setting goals to
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achieve weight loss has been previously mentioned [39];
however, the motivating factor for participants to reach tar-
gets varied: some strived for looser fitting clothes whilst
others were motivated by weight reductions on scales. Our
study similarly found that motivators were diverse and influ-
enced by previous experiences, circumstances, and beliefs.
Individualised techniques to promote self-efficacy, including
motivational interviewing or developing action plans, could
influence self-management behaviours in KTRs [40]. Whilst
priorities can differ with donor type, with individuals receiv-
ing a live donation feeling obligated to care for themselves
and those who receive a deceased donation can be motivated
by guilt [9], this was not discussed by our participants. Fur-
ther research may be required to explore differences in self-
management behaviours between those who receive a live
donation, both related and unrelated, and those who receive
a deceased donation.

The routinising of diet, exercise, and medication regimens
were perceived to facilitate consistent engagement with self-
management. Similar routines have been discussed in other
KTR populations, particularly relating to medication regi-
mens [16, 17, 41, 42]. Like other studies [16, 41, 42], our
participants emphasised that their routines are dynamic and
prone to change with holidays or life-events, and so they
utilise reminders (e.g., alarms or taking medications earlier/
later) to overcome potential disruptions. Tailored recommen-
dations based on individuals’ lifestyles and promote self-
regulation of adherence behaviours to promote consistent
self-management [43].

Social support networks were considered to encourage
participants to actively engage during consultations and
supported healthy eating and exercise. Family support can
promote healthy behaviours [17], and engaging the family
within KTRs’ care could be further prioritised by provid-
ing education on supporting self-management tasks and
exploring the concerns of the family. Social support should
be integrated with consideration as disparities in their per-
ceived illness states means some KTRs have experienced
limited emotional support from relatives [34]. Similar to
other studies, peer support was not universally desired by
participants [21], and some avoided due to ‘scaremongering’
[44]. However, talking to other KTRs can validate concerns
and facilitate the sharing of knowledge. Reviews of one-
to-one peer-led support in CKD patients received positive
acclaim with interactions described as providing hope, reas-
surance and encouragement [45]. Such peer-led programmes
or larger support groups could be integrated into KTRs’ care
pathways, with a focus on managing the emotional barri-
ers experienced, including how to adjust from prior restric-
tions, worries about engaging with exercise, coping with
anxiety-provoking situations, and how to overcome negative
emotions.

@ Springer

Fatigue, breathlessness, and pain were prevalent amongst
participants and were considered to limit their ability to
engage in self-management tasks and daily activities. Symp-
tom burden has similarly reduced physical function in other
KTR populations [39, 46], with older-aged KTRs feeling
frustrated when complications, comorbidities, and reduced
physical function persist following transplantation [20]. The
emotional and physical burden of these factors may influ-
ence KTRs’ abilities to self-manage, therefore it remains
imperative to understand the individuals’ perceived treat-
ment burden. Routine assessment of patients’ symptoms
and comorbidities could inform tailored education of their
management.

Managing the prevalent and complex emotional impact
of transplantation warrants more attention. Our participants
described feeling overwhelmed and vulnerable post-trans-
plantation, experiencing fear when engaging in daily activi-
ties. Heightened emotional responses immediately following
transplantation [15, 44, 47], and distress following potential
changes or complications post-transplantation [9] have pre-
viously been reported. Guidance and reassurance on how to
safely re-engage in self-management activities (e.g., their
bodies’ physical limitations and activity recommendations),
and signposting to psychological interventions [14] could
support KTRs.

The main limitation is that interviews were conducted at
one-time point. Self-management behaviours are likely to
change over time so responses may change depending on
factors such as time since transplant or complications. Some
participants had recently received a transplant; therefore,
their self-management may not have been as well-estab-
lished as other interviewees. This study was conducted as
part of a master’s project with data collection limitations
further impeded by the COVID-19 pandemic. Nevertheless,
data were rich in experiences and analysis reflected a thor-
ough exploration of the research question. As proposed by
Braun and Clarke [48], we provide detailed descriptors of
our analysis process as an alternative to commenting on data
saturation, due to the concept not aligning with our reflex-
ive thematic analysis stance. Additionally, we recognise the
limitations of transferability with a majority male and Cau-
casian sample; however, the samples were a good reflection
of the larger DIMENSION-KD study (n="743) (our study
73% versus 68% male; 73% Caucasian versus 94% White
British) [49]. Further efforts to explore experiences of other
ethnic groups is needed. In addition, exploring the experi-
ences of socioeconomically disadvantaged individuals, older
individuals, and paediatric KTRs would merit consideration
in future research.
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Conclusion

More facilitators than barriers to self-management were
reported by KTRs. This study demonstrates the importance
of understanding lived experiences and perceived needs to
tailor self-management support. KTRs experience facilita-
tors and barriers in all aspects of self-management indicating
that that holistic care should address all self-management
components; medical, role, and emotional management.
Greater focus should be given to support role and emotional
management in this population.
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