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Background Peer support is valued by its users. Nevertheless, there
is initial low take-up of formal peer support programmes among
patients with chronic kidney disease (CKD), with fewer patients
participating than expressing an interest. There is little evidence on
reasons for low participation levels. Few studies have examined
the perspectives of carers.
Objective To explore with CKD patients and carers their needs,
wants and expectations from formal peer support and examine
how barriers to participation may be overcome.
Methods Qualitative interviews with a sample of 26 CKD stage
ﬁve patients and carers. Principles of Grounded Theory were
applied to data coding and analysis.
Setting Six NHS Hospital Trusts.
Results Whilst informal peer support might occur naturally and is
welcomed, a range of emotional and practical barriers inhibit takeup of more formalized support. Receptivity varies across time and
the disease trajectory and is associated with emotional readiness;
patients and carers needing to overcome complex psychological
hurdles such as acknowledging support needs. Practical barriers
include limited understanding of peer support. An attractive peer
relationship is felt to involve reciprocity based on sharing experiences and both giving and receiving support. Establishing rapport
is linked with development of reciprocity.
Conclusions There is potential to facilitate active uptake of formal
peer support by addressing the identiﬁed barriers. Our study suggests several facilitation methods, brought together in a conceptual
model, including clinician promotion of peer support as an intervention suitable for anyone with CKD and their carers, and
opportunity for choice of peer supporter.
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Introduction
A diagnosis of chronic kidney disease (CKD)
can be devastating for people, creating physical
and emotional life changes with accompanying
diﬃcult social and psychological challenges.1–3
Peer support is based on the premise that those
who have been in a similar position are best
placed to help support their peers with both
the experience and treatment of this disease. It
is recognized as an important component of
quality pre-dialysis care and in preparing
patients and carers for renal replacement therapy (RRT).4 Additionally, peer support can
facilitate utilization of home haemodialysis
(HHD).5
Peer support is a multifaceted concept whose
meanings and characteristics depend on the context of use. It may be delivered in a range of
diﬀerent combinations of mode, duration,
personnel and intended outcomes. Within the
context of care for long-term conditions, peer
support programmes generally aim to provide
sharing of emotional and practical experiences,
and information, among patients with the same
chronic condition.6–8 Peer support can be informal or formal, where the support is oﬀered by a
purposefully trained patient or carer. Formal
peer support is actively promoted in current
health policy.9
Formal peer support interventions have been
used for a range of diﬀerent long-term conditions, as well as CKD. In terms of improved
physical and mental health outcomes, the evidence is inconclusive. From studies of formal peer support among patients with CKD,
reported outcomes are generally positive, but the
available evidence is insuﬃciently robust.8,10–13
More substantive evidence from studies among
patients with long-term conditions in general
shows weak beneﬁcial outcomes,14–20 mixed
results21,22 or no positive impacts.23
Yet formal peer support is well received by
its users among patients with CKD. Of particular value are help in adjusting to their illness;
being able to talk to someone who can listen
and empathize; gaining conﬁdence and more
sense of control; and having access to practical

information based on the lived experience of
treatment.8,10,12 Similar ﬁndings have been
reported in peer support programmes for other
long-term conditions, notably cancer and mental health.17,19,20,24
Peer support can also be beneﬁcial in helping
patients with CKD make treatment choices and
alleviate fears about possible therapies.2,25–27
Hearing about a particularly good or bad experience with a particular dialysis modality can
even cause patients to change an initial decision.28 Patients may approach the peer encounter with the intention of actively seeking speciﬁc
information to help them reach decisions about
treatment.20
Despite peer support being valued by its users,
there appears to be initial low take-up of formal
peer support among patients with CKD, with
fewer patients participating than expressing an
interest.10,29 Formal peer support programmes
for other long-term conditions have recognized
similar issues.14,30–32 Patients from identiﬁed
socio-economic groups (older, male, lower
educational attainment, lower social groups) are
under-represented.14,30–32 In order to widen
participation, it may be important to understand
whether this low take-up is the result of misconceptions, lack of access or encouragement, and/
or surmountable barriers.31 Although carers
often have a signiﬁcant role in the health care of
patients with CKD, particularly HHD, few
studies have examined the needs or perspectives
of carers.
Many UK Renal Units have recently set up
or are planning formal peer support services,
requiring investment of clinician time and
resources. Therefore, a Renal Network already
in the process of establishing a formal peer
support programme for patients with CKD and
carers (Table 1), and a colocated Health Innovation Education Cluster, decided to conduct a
research study to better understand the issues
impeding participation. The aims of the study
we report here were to: explore with CKD
patients and carers their needs, wants and expectations from formal peer support; examine how
barriers to participation may be overcome; and
recommend service improvements.
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Table 1 Local Renal Network’s peer support model

•
•
•
•
•
•
•
•
•

Opportunity to have a one-to-one, confidential chat over the telephone with an experienced patient
Short-term emotional, practical and/or social support based on one or two conversations, not a longer-term relationship
Available to all patients with CKD but with a focus on use,
s when first diagnosed
s when making decisions about treatment therapy
s when considering whether to go on the transplant list
s when considering whether to undergo live kidney transplant
Complementary to care and education received from the patient’s renal health-care team
Provided by volunteer patients and carers who have undergone Criminal Records Bureau checks and training for the role
of peer supporter
Peer supporters recruited through use of posters, local renal patient and carer forums, local Kidney Patient Association,
the Renal Network’s website, and letters from clinicians to patients identified as suitable
Database created with details of all trained peer supporters across the Network – including age, gender, treatment type,
working status, ethnicity and language spoken – to enable matching of a suitable peer supporter with each patient
Service set-up and managed by a Network clinical champion and dedicated staff in each Hospital Trust
Accessed by patient self-referral or referral by a clinician

Methods
Patients with CKD and carers were recruited
to the study from six NHS Hospital Trusts.
Ethical approval was received from the Local
Committee of the National Research Ethics
Service Committee (12/EM/019) and the host
University (ERN-12-0334).
Design
A qualitative study design was employed to
enable insights into patients’ with CKD and carers’ attitudes and opinions, and to better understand the social actions and processes involved
in formal peer support.33 Patients and carers
were interviewed individually in their home or
Renal Unit, dependent on participant choice.
The interviews lasted between 45 and 90 min.
Semi-structured questions with supplementary
prompts (Table 2) were used to allow the key
areas of research interest to be explored without

being overly prescriptive about content and
direction.33 In each interview, participants were
read a description of peer support: ‘Peer support
is where patients and carers with experience
of chronic kidney disease help other kidney
patients and carers facing similar situations. It is
additional support to that provided by your
doctors and nurses’. All interviews were digitally
recorded, professionally transcribed in full and
the transcripts checked against recordings.
Recruitment
Inclusion criteria speciﬁed consenting adult
patients – and adult carers of patients – with
CKD stage 5, established kidney failure.
Sampling was purposive, designed to provide
maximum diversity of socio-economic group,
position along the CKD stage 5 pathway, and
dialysis treatment type.
Within each Renal Unit, a member of staﬀ
acted as gatekeeper. They identiﬁed patients

Table 2 Semi-structured interview question and interview prompts (example)
Question: How could peer support be designed to best suit you?
Question prompts: How would you like to find out about peer support? What would you want to know? How would you
prefer to access peer support – face-to-face, by telephone, on the Internet, in a group, one-to-one? What qualities would
you like your peer supporter to have? When would it be most useful for you to use peer support? How long for?
Exploratory prompts: Why do you feel that way? Can you tell me a little more about that? Why is that? Anything else you
can think of?
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with CKD and carers who met study eligibility
criteria and made the initial enquiry about participation. Patients and carers expressing interest were given a study Information Sheet and
asked whether they were willing to have their
contact details passed to a researcher. A total
of 48 patients and carers were contacted by a
researcher and 27 (56%) agreed to be interviewed. One patient withdrew before interview
due to ill health. All access and consent processes complied with ethical principles.34 Consent was considered an on-going process. At
the end of each interview, interviewees were
oﬀered the option of commenting on and
amending their interview transcript.
Participants
There were 26 participants, 15 patients and 11
carers. Details of the study participants are

shown in Table 3. Patients ranged in age from
36 to 77 years and carers from 52 to 67 years.
There were 10 male and 16 female respondents.
All participants were patients, or carers of
patients, with established kidney failure and at
diﬀerent positions along the CKD stage 5 pathway. Most participants were not working, but
four carers and two patients worked full- or
part-time. All but three respondents were married. A total of 10 participants said they had no
educational qualiﬁcations, and 16 participants
reported having GCSE/‘O’ level qualiﬁcations
or above. Regrettably, all interviewees were
White British apart from one British Asian.
None of the respondents had engaged in formal peer support, although all participants had
some experience of informal peer support. Only
two patients reported having been oﬀered formal peer support, but both had declined the
oﬀer.

Table 3 Details of study participants (self-reported)

Designation

Gender

Age
(years)

Carer
Carer
Patient
Patient
Carer
Patient
Carer
Carer
Patient
Patient
Carer
Patient
Patient
Patient
Patient
Carer
Carer
Patient
Patient
Patient
Carer
Patient
Carer
Patient
Carer
Patient

F
F
F
F
F
F
F
F
F
F
M
M
M
F
F
F
F
M
M
M
M
F
M
M
F
M

59
57
46
36
60
62
56
52
46
50
57
72
70
65
76
66
67
65
38
77
67
63
62
71
64
59

Location

Marital
status

Working
qualifications

Educational
qualifications
(GSCE/O level +)

Current therapy

Rural
Rural
Urban
Urban
Urban
Rural
Urban
Urban
Urban
Rural
Rural
Rural
Rural
Urban
Rural
Rural
Rural
Rural
Urban
Rural
Urban
Urban
Urban
Rural
Rural
Rural

Married
Married
Married
Single
Married
Married
Married
Married
Married
Married
Married
Married
Married
Widowed
Widowed
Married
Married
Married
Married
Married
Married
Married
Married
Married
Married
Married

Working p/t
Not working
Not working
Not working
Working f/t
Working p/t
Not working
Not working
Not working
Not working
Working f/t
Not working
Not working
Not working
Not working
Not working
Not working
Working p/t
Working f/t
Not working
Not working
Not working
Working f/t
Not working
Not working
Not working

Yes
No
Yes
Yes
Yes
Yes
No
Yes
Yes
No
Yes
Yes
Yes
No
No
No
No
No
Yes
Yes
Yes
Yes
Yes
No
Yes
No

Training HHD
HHD (8 months)
Awaiting transplant
HHD (3 months)
HHD (3 months)
Pre-dialysis
HHD (7 months)
HHD (3 months)
Awaiting transplant
HHD (3 months)
HHD (3 months)
HHD (18 months)
HD (12 months)
HD (24 months)
HD (30 months)
PD (14 months)
HHD (9 months)
HHD (9 months)
Transplant
PD (18 months)
Pre-dialysis
Pre-dialysis
HHD (3 months)
PD (14 months)
HD (12 months)
Training HHD
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Analysis
All interview data were coded and analysed
using principles of Grounded Theory.35,36
Transcripts from the ﬁrst six interviews were
read and re-read by one researcher. Data were
broken down using line-by-line coding and the
codes clustered to identify initial categories
based on ideas, issues and themes. The emerging codes and categories were discussed after
scrutiny by a second researcher who had also
read the transcripts. Together the researchers
asked questions of the data to assist identiﬁcation of category properties. For example, why
did this participant experience occur? Who
experienced these feelings?
Constant comparison was utilized with each
data collection from further interviews compared with every other for similarities, diﬀerences and connections. Categories were reﬁned
and enhanced, some combined and others
condensed or removed. This process was undertaken independently by one researcher supplemented by continuous collaborative discussion
with the second researcher to reach consensus
and conﬁrm categories.37,38

Results
Following analysis four main categories were
identiﬁed: perceived beneﬁts of peer support
over other sources of support; the peer support
occasion; permission to engage; and the core
category, an attractive peer relationship.
Perceived benefits of peer support over other
sources of support
Both patients and carers felt that peer support
has speciﬁc attributes and beneﬁts over and
above existing support provided by family and
friends. These perceptions were based on two
contextual inﬂuences. First, informal peer support experience, involving patients and carers
conversing with others in the same situation as
themselves, generally as a result of incidental
encounters at Renal Units. Second, the realization that existing relationships and support

networks did not meet all their needs. It
appeared that established kidney failure engenders an altered conception of self in relation to
others; patients and carers mentioned having
to adjust their lives and lifestyle and how this
changed relationships with family members,
friends and work colleagues. Some respondents
reported a strong desire to protect and not
‘burden’ those people close to them with the
reality of their feelings.
The anticipated informational beneﬁts of
peer support were attractive to many participants. Some emphasized the value of learning
about the future course of their condition and
treatment, and the impact on their lifestyle, to
reduce uncertainty about their disease progression and feel more in control.
To learn, share experiences, you know, get an
idea of what’s coming up next. What should I
expect, you know, if I encounter a problem?
Should I be worried? It’s just having that someone who’s been through that before to be able to
talk to. (Patient 7)

Several patients new to home dialysis mentioned the advantages of learning practical
adaptive coping skills, for example aspects of
needling. Other participants talked enthusiastically about gaining knowledge about how to
address particular personal issues in relation to
their illness and treatment.
General everyday things, sex and things like
that. . . ﬁnd out if they’ve been in that situation.
(Carer 6)

Feelings of acceptance and understanding
were also important beneﬁts associated with
peer support, the aﬃrmation of shared emotional experiences providing the reassurance
and comfort of not being alone. Whilst signiﬁcant for both patients and carers, these beneﬁts
were especially salient for carers of patients
newly on HHD. They frequently referred to
feeling isolated in adjusting to their new role
and responsibilities. Not only did they consider
they put their partner’s needs above their own,
but so did their clinicians, family and friends.
On your own and isolated and you know you
sort of think, I’m the one that’s supposed to be
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doing everything, I’m supporting you, where’s
my support? (Carer 5)

Validation of personal feelings and behaviour
was another strong motivator for interest in
peer support. Most respondents wanted aﬃrmation of the normality of their own experiences.
Talk to other people and see whether they’re
moving roughly down the same route that you
are, or whether you are just, well whether you’re
better or worse, you know. It’s just a matter of
trying to think well is everything normal you
know. (Patient 6)

Participants were also keen to make active
comparisons with others in a similar position, to
compare positively upwards not downwards. This
stemmed from a desire to be guided to new possibilities and opportunities in managing CKD and
its treatment. Respondents wanted vicarious
encouragement that improvements were possible,
and a role model, not someone imbued with pity.
In comparison with clinicians, peer supporters
were thought to provide a ‘truer’, more rounded
and insightful picture of what a particular RRT
involves and how it feels. Whilst highly appreciative of the information and support provided
by nurses and consultants, it was recognized
they cannot provide the ‘real’ knowledge that
comes from a patient’s or carer’s lived experience of CKD and its treatment.
Not because the medics are bad or anything, it’s
just because they’ve just not walked that journey
in the same way. They’ve sort of walked alongside you and are more observing, whereas this is
more living it. (Patient 7)

Talking to a patient or carer peer was considered a very diﬀerent type of discussion to
that between patient/carer and clinician. The
latter was characterized as being more hierarchical and clinician-led; conversations tending
to be predominantly medical focused. By contrast, peer support discussions were viewed as
less constrained and more between equals.
There was less of a clinical perspective with
more emphasis given to emotional, practical
and lifestyle issues. The language used between
peers was also viewed as diﬀerent, discussions
being more in layperson’s terms.

The peer support occasion
The value and relevance of formal peer support
was not viewed as time speciﬁc. There appeared
to be diﬀerent ‘occasions’ across time and the
CKD pathway when peer support might be
appropriate. Whilst practical issues such as travel requirements, time available and health
status have substantial inﬂuence, these peer support ‘occasions’ seemed primarily to be associated with a complex mix of emotional readiness
and intensity of need.
Respondents explained how their emotional
‘mood’ or ‘frame of mind’ at particular points
might inhibit or motivate response to a desire to
talk with another patient or carer. Some participants described occasions when they had particularly pressing support needs, but recognized it
would have been too diﬃcult for them to discuss
these issues with a peer at that moment. On
other occasions, they felt psychologically more
willing and able to engage with peers.
I think there’s diﬀerent stages you need
it. . .Sometimes you just feel like I don’t want to
talk about it, I don’t want to know. . .Sometimes
it’s you’re overloaded with what’s happening to
you. (Patient 15)

The individuality of the peer support ‘occasion’ was clearly evident. For example, some
participants thought peer support would have
been beneﬁcial when they ﬁrst received a diagnosis of kidney disease, to help reduce the inevitable uncertainties about their condition, its
future course and eﬀect on their life. Others
felt too overwhelmed by the shock and fear of
the diagnosis to have the emotional capacity to
talk with other patients or carers at that point.
Not at the initial diagnosis because you need to
get to grips with that. . .but sort of within a few
weeks. (Carer 4)

Similarly, several HHD patients and carers
thought listening and talking to people already
using HHD might have given them more conﬁdence and assurance choosing the therapy.
Others felt they did not know enough at the
decision-making stage to be able to ask relevant questions and would have preferred to use
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peer support after being on HHD for a few
weeks.
Permission to engage
The term ‘peer support’ did not always have
meaning for participants. This unfamiliarity led
several patients and carers to dismiss ‘peer support’ as not for them and deterred others. The
term could also promote a sense of exclusion
or stigma. Some respondents misinterpreted the
term.
I wouldn’t know really. . .It’d go over me. (Carer 3)
It’s fear of the unknown. (Patient 14)

Until ‘peer support’ was explained, many
respondents were unaware this was a descriptor
that could be applied to the encounters and
conversations they informally engaged in with
patients or carers, in a similar situation to
themselves.
That’s what I do, but I didn’t know I was doing
it, the name for it. (Patient 12)

Furthermore, ‘peer support’ was judged a
somewhat cold and unfriendly term by those
for whom it was unfamiliar. Respondents
thought it sounded professional and inﬂexible,
not especially welcoming or accessible.
Acknowledging a need for support was diﬃcult for many patients and carers in this study.
Seeking support from people outside their personal networks was not concordant with their
habits, self-image and perceptions of how to
handle illness. This dissonance posed a challenge to self-esteem. Respondents expressed
concern about being perceived as overly ‘needy’
or lacking social resources. One carer had the
impression peer support was only for people
with serious problems, ‘like the Samaritans or
Alcoholics Anonymous’. A number of participants, in particular patients dialysing at home
for several months, and their carers, intimated
they would be more comfortable being the provider rather than the recipient of support; the
role of helper was both more familiar and
more attractive.

Projected to me is you are a needy person and I
don’t like that picture of myself. (Carer 7)

Fear of negative professional judgement
was another barrier to engagement. Some predialysis participants worried that if they tookup formal peer support, it might give clinicians
the impression they did not have the ability to
manage their chosen therapy. This was a particular worry for some patients and carers
considering HHD. They did not want to undermine their desired projected image of being sufﬁciently independent and capable of managing
the treatment themselves.
Even if they weren’t judging you, I think you’d
feel they were, well I would. They’ve trained me,
they think I’m ready. (Carer 2)

A few interviewees were uneasy about selfreferral or self-reporting an interest in peer
support to clinicians, in case this might be
interpreted unintentionally and negatively as a
criticism of clinician-based support.
Perceiving formal peer support intrinsically
as a social event, some respondents worried
about not knowing the norms, obligations or
boundaries.. They also felt their self-eﬃcacy
and social skills would not be suﬃcient.
Concerns were expressed about being too
shy, unconﬁdent, not very sociable, unable to
convey needs and preferring to listen rather
than talk.
I’m not very sociable. I ﬁnd it hard to talk to
people I don’t know so I’d ﬁnd it diﬃcult to be
honest. (Patient 3)

In this context, a number of participants
wanted their clinicians to conﬁrm they were
suitable for peer support, or to aﬃrm it was
acceptable for them to engage in peer support.
I think the nurses would be a great help because
they obviously know what sort of people the
patients are and they can perhaps encourage
them. (Patient 14)

An attractive peer relationship
Whilst many participants perceived formal peer
support as a valuable opportunity to learn
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from more experienced patients with CKD and
carers, there was general resistance to the
notion of being a passive recipient. A more
reciprocal and mutual exchange was sought
that would involve a balance of support and
giving. Several interviewees felt an unequal
exchange might generate an uneasy ‘support
debt’ that would eliminate the potential for
ease and comfort in the transaction.
I wouldn’t feel right if they were just, somebody
was just giving me hundred percent and I wasn’t
giving them something back. . .If I thought it was
one-sided I wouldn’t even do it. (Carer 2)

Respondents recognized that formal peer support exchanges would inevitably have some
imbalances and be diﬀerent to most social interactions; for example, they acknowledged that
peer supporters would need to be trained as
good listeners. Nonetheless, many participants
considered reciprocity and mutuality as key to
encouraging their participation and important
in preserving their dignity and self-esteem.
I can accept it on an equal basis. I can oﬀer
somebody support and I can accept their support
emotionally, I can deal with that. But for me to
need support, emotional support, and not give
anything back would be very hard. (Patient 5)

Building rapport
Establishing good rapport with formal peer
supporters was identiﬁed by the majority of
patients and carers as a signiﬁcant factor for
enabling positive encounters. If rapport is lacking, it was widely assumed the relationship
would not work. For most participants, rapport was closely aligned with creating the safe,
trusting and empathetic ‘place’ where sharing
and exchange could take place; the right
emotional context for honesty and disclosure,
especially of personal issues.
I think you always want to make that contact
with someone before you trust. (Carer 6)
If you build up like a rapport with people I could
probably tell them things, how I’m feeling, that I
don’t want to burden (carer) with. (Patient 3)

When asked to describe peer supporter characteristics they felt would help build rapport, most
respondents judged commonality of disease and
therapy experience to be insuﬃcient. A small
number of interviewees felt similar socio-economic
circumstances were important. In general though,
the qualities needed were considered more
personal attributes such as manner, presentation,
sensitivity and communication style, rather than
clearly deﬁnable skills or competencies. Using
their informal peer support experience as a benchmark, some respondents described using a natural
ﬁltering process among patients or carers they
encountered that led them to engage selectively.
Almost all interviewees gave an account of
patients or carers with whom they formed no
meaningful bond or actively disliked. Interestingly,
several respondents thought the ‘right person’ with
whom they could establish rapport might vary
over time, depending on their emotional and
physical states, and particular needs.
At least some face-to-face contact was widely
perceived to be necessary for rapport to be
established. For example, two keen users of internet kidney patient forums said they often
wanted supplementary face-to-face contact with
peer supporters. This enabled them to establish
a stronger one-to-one connection, allowing more
signiﬁcant discussion. Similarly, whilst recognizing the practical advantages of telephone-based
peer support, some respondents were nonetheless unenthusiastic. They anticipated telephone
contact being somewhat cold and impersonal
and felt it would be diﬃcult to build rapport
with an unseen person.
I don’t think I could just, you know, have a one
to one (on the phone). . .if it’s personal things.
(Patient 2)

Choice and control
Having choice and control in relation to certain
aspects of the timing and delivery of formal peer
support were important considerations for some
interviewees. A need for autonomy in relation to
their peer support was expressed most strongly
among patients and carers who were either

ª 2015 The Authors Health Expectations Published by John Wiley & Sons Ltd
Health Expectations, 19, pp.617–630

Peer support for CKD patients and carers, F Taylor, R Gutteridge and C Willis

training to use, or already on, home dialysis
therapies. This appeared consistent with their
motivations for choosing home therapies:
greater choice, control and ownership over their
dialysis regime.
Being able to take a key role in choosing
their own peer supporter/s was viewed as especially important, mainly because of the desire
to ensure rapport is established as a precursor
to shared exchange and reciprocity. Having the
opportunity to choose when formal peer support takes place was another critical issue for
some interviewees.
Preferences for the format and delivery of
formal peer support varied considerably, and
there was a strong desire for choice. Some
respondents described wanting only to participate in peer support if it involved group contact.
They felt this would make it easier and more
comfortable for them to choose their level of
engagement. Others expressed a preference for
one-to-one meetings, for a variety of diﬀerent
reasons. These included the following: feeling
too shy to engage in group support with unfamiliar people; perceiving it easier to build rapport with a single peer supporter; being more
comfortable to discuss personal, intimate issues;
and a belief they could have more control over
the subject matter discussed. Several participants
said they could only imagine themselves engaging in one-to-one peer support that was face-toface because they could not envisage being able
to build rapport and mutual understanding by
any other means. There were other patients and
carers who perceived advantages in one-to-one
telephone encounters, mainly because of the
convenience: no need to travel and ﬁtting more
easily into their daily life. Some interviewees felt
choice of format would better suit their needs as
these were likely to change over time.
Diﬀerent people need diﬀerent things at diﬀerent
times. (Patient 15)

Discussion
Although results cannot be generalized from
this small-scale qualitative study, it has

achieved a better understanding of CKD stage
5 patients’ and carers’ needs, wants and expectations from formal peer support. The study
has identiﬁed some actual or perceived barriers
to take-up of formal peer support and proposed approaches for overcoming these. It
both aﬃrms existing literature and oﬀers additional illumination.
Based on their use of informal peer support
and experience of unmet needs, almost all
study participants – carers as well as patients –
clearly recognized a range of attributes and
beneﬁts associated with peer support. The main
perceived beneﬁts accord with the positive
eﬀects of participation identiﬁed in existing literature: feeling more in control;10,39 reduced
uncertainty;40 sense of empowerment;19,41 being
understood and accepted;10,42 belonging and
community centred;43 less isolated;43,44 sense of
normality;17 and the potential for more positivity and new possibilities.14,19
The core mechanisms identiﬁed by Dennis7
as underpinning how peer support operates –
‘informational’, ‘emotional’ and ‘appraisal’ –
were conﬁrmed by this study and provide a
helpful framework by which to examine and
explain the identiﬁed attributes and beneﬁts
(Fig. 1).
The merits of peer support for people with
other long-term conditions have long been recognized; the value of mutual support for
patients with rheumatoid arthritis was identiﬁed by Bury over 30 years ago.45 Nonetheless,
stimulating take-up of formal peer support
programmes remains problematic. This study
has shown that whilst informal peer support
might occur naturally and is welcomed, a range
of emotional and practical barriers inhibit
motivation to take-up more formalized support. Addressing these issues should help facilitate the active uptake of formal peer support
by patients with CKD and carers, with some
transferability to peer support programmes for
other long-term conditions. Our study suggests
several facilitation methods, brought together
in a conceptual model that builds on Dennis’
framework (Fig. 2).
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•

Informational
support

• More control
• Reduced uncertainty
• Empowerment

•

Lifestyle impacts, changes
and adaptations
Experiential knowledge
Practical adaptive coping
skills
Experimentation

•
•
•
•
•

Empathy
Friendly and non-judgmental
Safe place
Encouragement
Reassurance

• Understood, accepted
• Belonging, community
• Less isolated

•
•
•
•

Mutual identification
Comparison
Affirmation
Authenticity

•
•

Emotional
support

Appraisal
support

• More positivity
• Normality
• New possibilities

Adapted from Dennis, 2003

Figure 1 Perceived attributes and benefits of peer support.

Build awareness
& understanding

Routine offer

Informational
support

Communication
of general
suitability

Choice of own
peer supporter/s

Emotional
support

Reciprocal
exchange &
sharing

Alternative formats
Appraisal
support

Opportunities to
build rapport

Flexible timing

Figure 2 Conceptual model for facilitating access to formal peer support.

Receptivity to formal peer support can
vary across time and the disease trajectory
and appears to be associated with emotional
readiness; patients and carers needing to over-

come complex psychological hurdles such as
acknowledging the need for support. For
a number of respondents, the notion of
seeking support from people outside their
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personal networks was unfamiliar territory
which challenged their self-image and perceptions of how to manage illness. Health professionals can exert considerable positive or
negative inﬂuence over patients’ access to formal peer support10,30 and might therefore consider oﬀering greater ‘permission to engage’,
promoting peer support as an intervention suitable for anyone with CKD and their carers, not
just those who are ‘needy’.
Interestingly, the two patients in this study
who had been oﬀered and declined to take-up
formal peer support both associated their rejection with inappropriate timing. One patient
explained that when peer support was proposed, they felt burdened with adjusting to
their diagnosis and the implications of their illness, as well as handling the demands of being
a wife and mother. Another patient described
the oﬀer of peer support as coming when he
was just starting treatment and feeling insuﬃciently experienced to be able to discuss practicalities with a peer. These responses are
congruent with ﬁndings from the literature indicating that timing of the peer support oﬀer can
be a factor inﬂuencing levels of participation.46,47
Flexibility of peer support provision is therefore
needed across the CKD stage 5 pathway.
Practical barriers to the take-up of formal
peer support included limited awareness and
comprehension. The term ‘peer support’ was
not universally understood, so in communications there may be a need for clearer deﬁnitions
and explanatory information; emphasizing how
peer support encounters enable experiences to
be shared and exchanged.
Our ﬁndings revealed the importance of
perceived reciprocity in the peer support relationship. Both patients and carers rejected the
notion of a one-way gift of help. This may be a
reﬂection of the majority of study participants
being ‘expert’ patients and carers, self-caring on
home dialysis therapies. Nevertheless, similar
views were expressed by some pre-dialysis
patients and carers.
The value of reciprocity has been much
emphasized in the literature on peer support,
particularly in mental health services. Reciproc-

ity is based on the opportunity for sharing
experiences, both giving and receiving support, and for building a mutual and synergistic understanding that beneﬁts both parties
and is integral to a positive peer relationship.6,19 Sustaining the attractive egalitarian
aspects of peer support, reciprocity also helps
avoid reproduction of traditional power hierarchies.47 It has been suggested that reciprocity is more likely to develop where there is
minimal social distance, shared interest and
commonalities in life-experiences.46 Good
‘matching’ of peer and peer supporter has
become a feature of several formal peer support programmes with clinicians providing a
brokerage role, ‘matching’ on the basis of
characteristics such as relevant treatment
experience, gender, age group, ethnicity, family circumstances and employment status.10
Participants in this study linked establishing
rapport with the development of reciprocity.
To establish rapport more eﬀectively, they
wanted to be involved in choosing their own
peer supporter. This was particularly important
for patients (and their carers) choosing HHD
as their modality and may perhaps indicate a
desire for greater control over their illness and
treatment, in line with Leventhal’s model48
Hughes et al.10 also raised questions about the
value of ‘matching’ patients with their peer
supporter and the eﬀects of this as well as
other ‘brokerage’ aspects on the peer support
relationship. Creating opportunities for rapport
to be built with potential peer supporters
should be considered, including initial faceto-face meetings. This respondent group also
expressed doubt about the potential for rapport to be established by telephone peer support alone. However, evidence suggests that in
practice, rapport can be rapidly built through
this medium.10
In considering these ﬁndings, some limitations of the study sample should be borne in
mind. Although the study endeavoured to
employ a purposive sampling technique to
provide maximum diversity, the sample
obtained was predominantly white and female,
with few representatives of people least likely
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to participate in formal peer support. In particular, there was a lack of ethnic diversity. Also
only some of the recruited sample were predialysis, most being on RRT. Use of renal staﬀ
as gatekeepers may have resulted in recruitment of a convenience sample rather than the
intended purposive sample.
Several recommendations arising from the
study have been used by the local Renal Network to reﬁne and develop their formal peer
support programme and design how this is
introduced and promoted to patients and carers. The availability and suitability of peer
support for both patients with CKD and their
carers is now highlighted in communications.
Greater prominence is given to feedback on
the beneﬁts of peer support experienced by
users. Also patients and carers now have the
opportunity to be matched with a peer supporter of their choice.
The local Renal Network explored with
patient and carer representatives use of alternative terms to ‘peer support’ that might be better understood. It has proved diﬃcult to ﬁnd a
replacement. However, promotional material
about the peer support programme has been
amended to include a clearer deﬁnition of peer
support and be more welcoming and friendly
in tone.
There is now emphasis on formal peer support as a routine oﬀer suitable for anyone with
CKD and their carers. Clinicians also feel more
able proactively to promote the peer relationship as an enabling experience of mutual sharing, exchange and support.

Acknowledgements
The views expressed in this article are those of
the authors and not necessarily those of the
NHS, the NIHR, or the Department of Health.
We thank Dr Clara Day and Dr Hugh Rayner
for their contributions to setting up the
study; and Annette Dodds, Gill Owen, Gwyneth
Lawson, Julie Potter, Louise Alldridge and
Mary Dutton for their assistance throughout the
study; and Pamela Nayyar for administrative
support during submission of the article.

Source of funding
This study was funded by the West Midlands
Central Health Innovation and Education
Cluster (WMC HIEC). Francesca Taylor is
supported by the National Institute for Health
Research (NIHR) Collaboration for Leadership in Applied Health Research and Care for
West Midlands initiative (CLAHRC WM).

Conflict of interest
None.

References
1 Tong A, Sainsbury P, Chadblan S et al. Patients’
experiences and perspectives of living with CKD.
American Journal of Kidney Disease, 2009; 53:
689–700.
2 Morton RL, Tong A, Howard K, Snelling P,
Webster AC. The views of patients and carers in
treatment decision making for chronic kidney
disease: systematic review and thematic synthesis of
qualitative studies. British Medical Journal, 2010;
340: c112.
3 Schell JO, Patel UD, Steinhauser PD. Discussions of
the kidney disease trajectory by elderly patients and
nephrologists: a qualitative study. American Journal
of Kidney Disease, 2012; 59: 495–503.
4 Farrington K, Warwick G. Planning, Initiating and
Withdrawal of Renal Replacement Therapy. The
Renal Association Clinical Practice Guideline. The
Renal Association, 2009. Available at: http://
www.renal.org/docs/default-source/guidelinesresources/RRT_-_Current_version_17_September_
2009_FINAL.pdf, accessed 17 November 2014.
5 Tong A, Palmer S, Mann B et al. The beliefs and
expectations of patients and caregivers about home
haemodialysis: an interview study. British Medical
Journal Open, 2013; 3: e2148.
6 Mead S, Hilton D, Curtis L. Peer support: a
theoretical perspective. Psychiatric Rehabilitation
Journal, 2001; 25: 134–141.
7 Dennis CL. Peer support within a healthcare
context: a concept analysis. International
Journal of Nursing Studies, 2003; 40:
321–332.
8 Perry E, Swartz J, Brown S, Smith D, Kelly G,
Swartz R. Peer mentoring: a culturally sensitive
approach to end-of-life planning for long-term
dialysis patients. American Journal of Kidney
Diseases, 2005; 46: 111–119.

ª 2015 The Authors Health Expectations Published by John Wiley & Sons Ltd
Health Expectations, 19, pp.617–630

Peer support for CKD patients and carers, F Taylor, R Gutteridge and C Willis
9 Department of Health. The NHS Outcomes
Framework 2014/2015. London: Department of
Health, 2013. Available at: https://www.gov.uk/
government/uploads/system/uploads/
attachment_data/ﬁle/25646/NHS_outcomes.pdf,
accessed 17 November 2014.
10 Hughes J, Wood E, Smith G. Exploring kidney
patients’ experiences of receiving individual
peer support. Health Expectations, 2009; 12:
396–406.
11 Chen SH, Tsai YF, Sun CY et al. The impact of
self-management support on the progression of
chronic kidney disease – a prospective randomised
controlled trial. Nephrology Dialysis Transplantation,
2011; 26: 3560–3566.
12 Harden PH, Walsh G, Bandler N et al. Bridging the
gap: an integrated paediatric to adult clinical service
for young adults with kidney failure. British Medical
Journal, 2012; 344: e3718.
13 Sullivan C. Impact of Navigators on Completion of
Steps in Kidney Transplant Process: a randomized,
controlled trial. Clinical Journal of the American
Society of Nephrology, 2012; 7: 1639–1645.
14 Campbell HS, Phaneuf MR, Deane K. Cancer peer
support programs: do they work? Patient Education
and Counseling, 2004; 55: 3–15.
15 Solomon P. Peer support/peer provided services
underlying processes, beneﬁts, and critical
ingredients. Psychiatric Rehabilitation Journal, 2004;
27: 392–401.
16 Woolacott N, Orton L, Beynon S, Myers L, Forbes C.
Systematic Review of the Clinical Eﬀectiveness of Self
Care Support Networks in Health and Social Care.
Centre for Reviews and Dissemination, University of
York: York, 2006.
17 Gottlieb BH, Wachala ED. Cancer support groups:
a critical review of empirical studies. PsychoOncology, 2006; 16: 379–400.
18 Pfeiﬀer PN, Heister M, Piette JD, Rogers MA,
Valenstein M. Eﬃcacy of peer support interventions
for depression: a meta-analysis. General Hospital
Psychiatry, 2011; 1: 29–36.
19 Repper J, Carter T. Review of the literature on peer
support in mental health services. Journal of Mental
Health, 2011; 20: 392–411.
20 Dennis CL, Dowswell T. Psychosocial and
Psychological Interventions for Preventing
Postpartum Depression (Review).The Cochrane
Database of Systematic Reviews. Chichester:
John Wiley & Sons Ltd., 2013.
21 Dale J, Carmlau IO, Lindenmeyer A, Williams S.
Peer Support Telephone Calls for Improving Health.
The Cochrane Database of Systematic Reviews
Issue 4. Chichester: John Wiley & Sons Ltd., 2008.
22 Hoey L, Ieropoli S, White V, Jeﬀord M. Systematic
review of peer-support programs for people with

23

24

25

26

27

28

29

30

31

32

33

34

35

36

cancer. Patient Education and Counseling, 2008; 70:
315–337.
Eysenbach G, Powell J, Englesckis M. Health
related virtual communities and electronic support
groups: systematic review of the eﬀects of online
peer to peer interactions. British Medical Journal,
2004; 328: 1166.
Miyamoto Y, Sono T. Lessons from peer support
among individuals with mental health diﬃculties: a
review of the literature. Clinical Practice and
Epidemiology in Mental Health, 2012; 8: 22–29.
Tweed A, Ceaser K. Renal replacement therapy
choices for pre-dialysis renal patients. British
Journal of Nursing, 2005; 14: 659–664.
Winterbottom A. Does narrative information
bias individual’s decision making? A systematic
Review. Social Science & Medicine, 2008; 67:
2079–2088.
Winterbottom AE, Bekker HL, Conner M,
Mooney AF. Patient stories about their dialysis
experience biases others’ choices regardless of
doctor’s advice: an experimental study. Nephrology
Dialysis Transplantation, 2012; 27: 325–331.
Liebman SE, Bushinsky DA, Dolan JG, Veazie P.
Diﬀerences between dialysis modality selection and
initiation. American Journal of Kidney Diseases,
2012; 59: 550–557.
Greenhalgh T, Humphrey C, Hughes J et al. How
do you modernise a health service? A realist
evaluation of whole-scale transformation in
London. The Milbank Quarterly, 2009; 87: 391–416.
Bui LL, Last L, Bradley H. Interest and
participation in support group programs among
patients with colorectal cancer. Cancer Nursing,
2002; 25: 150–157.
Grande GE, Myers LB, Sutton SR. How do
patients who participate in cancer support groups
diﬀer from those who do not? Psycho-Oncology,
2006; 15: 321–334.
Voerman B, Visser A, Fischer M et al.
Determinants of participation in social support
groups for prostrate cancer patients. PsychoOncology, 2007; 16: 1092–1099.
Holloway I, Wheeler S. Qualitative Research in
Nursing and Health Care, 3rd edn. Chichester:
John Wiley & Sons, 2010.
Christians CG. Ethics and politics in qualitative
research. In: Denzin NK, Lincoln YS (eds)
Handbook of Qualitative Research. London: Sage,
2000: 133–155.
Strauss AL. Qualitative Analysis for Social
Scientists. New York: Cambridge University Press,
1987.
Strauss AL, Corbin J. Basics of Qualitative
Research: Techniques and Procedures for Developing
Grounded Theory, 2nd edn. London: Sage, 1998.

ª 2015 The Authors Health Expectations Published by John Wiley & Sons Ltd
Health Expectations, 19, pp.617–630

629

630

Peer support for CKD patients and carers, F Taylor, R Gutteridge and C Willis
37 Bryant A, Chamaz K. Introduction. Grounded
theory research: methods and practices. In: Bryant
A, Chamaz K (eds) The Sage Handbook of
Grounded Theory, Paperback Edition. London: Sage,
2007: 1–28.
38 Corbin J, Strauss A. Basics of Qualitative Research:
Techniques and Procedures for Developing Grounded
Theory. New York: Sage, 2008.
39 Helgeson V, Cohen S, Schultz R, Yasko J. Group
support interventions for women with breast cancer:
who beneﬁts from what? Health Psychology, 2000;
19: 107–114.
40 Dunn J, Steginga SK, Occhipinti S, Wilson K.
Evaluation of a peer support program for women
with breast cancer – lessons from practitioners.
Journal of Community & Applied Social Psychology,
1999; 9: 13–22.
41 Ussher J, Kirsten L, Butow P, Sandoval M. What
do cancer support groups provide which other
supportive relationships do not? The experience of
peer support groups for people with cancer. Social
Science & Medicine, 2006; 62: 2565–2576.
42 Proudfoot JG, Jayawant A, Whitton AE et al.
Mechanisms underpinning eﬀective peer support: a
qualitative analysis of interactions between expert
peers and patients newly-diagnosed with bipolar
disorder. BMC Psychiatry, 2012; 12: 196.

43 Rook KS. Social networks as a source of social
control in older adults’ lives. In: Giles H, Coupland
N, Wiemann J (eds) Communication, Health, and the
Elderly. Manchester: University of Manchester
Press, 1990: 45–63.
44 Cohen S, Gottlieb B, Underwood LG. Social
relationships and health. In: Cohen S, Underwood
LG, Gottlieb B (eds) Social Support Measurement
and Intervention: A Guide for Health and Social
Scientists. Toronto, ON: Oxford University Press,
2000: 3–26.
45 Bury M. Chronic illness as a biographical
disruption. Sociology of Health and Illness, 1982; 4:
167–182.
46 Smith SM, Paul G, Kelly A. Peer support for
patients with type 2 diabetes: cluster randomised
controlled trial. British Medical Journal, 2011; 42:
d.215.
47 Embuldeniya G, Veinot P, Bell E et al. The
experience and impact of chronic disease peer
support interventions: A qualitative synthesis.
Patient Education and Counseling, 2013; 92: 3–12.
48 Leventhal H, Benyamini Y, Brownlee S et al. Illness
representations: theoretical foundations. In: Petrie
KJ, Weinman JA (eds) Perceptions of Health and
Illness. Amsterdam: Harwood Academic Publishers,
1997: 19–45.

ª 2015 The Authors Health Expectations Published by John Wiley & Sons Ltd
Health Expectations, 19, pp.617–630

