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Reann’s story

“When I first heard that I could share doing some of
my own hemodialysis, I was scared and thought I
could never do that! Despite my initial fear, I have
learned how to needle. I found this rewarding and
now I am in control. I have a lot less issues with my
fistula now and I can get on with my dialysis
without waiting for the nursing staff.”

Nicholas’ story

“Shared Care means a better way of life for me and
my family. It has given me understanding so that I
know what is happening during my dialysis helping
me control my diet and fluids better. I have become
muchmore confident andam less anxious thanbefore.”

Introduction
Since hemodialysis (HD) has been available to treat

ESKD, patients have had the choice to undertake it in
their own home. Home HD has excellent outcomes
providing considerable reassurance that it is safe for
people to be trained to perform their own treatments.
Despite this success, most dialysis patients receive it
at centers where it is not standard procedure for
people to train to manage their own care. Impor-
tantly, there is good evidence that peoplewith long term
conditionswho aremore involved in their own care, have
better outcomes (1). In this article we explore a quality
improvement program in the UK that has as its goal to
increase the proportion of people who dialyze at centers
who are consistently given the opportunity and choice to
learn about and participate in their own treatment
thereby aligning with the principles of person centered
care (2). This programwas coproducedwith patientswho
coined the term “Shared Hemodialysis Care.”

Shared Hemodialysis Care
This is where the health care team offers the choice,

support and training for patients to participate in the
tasks related to their hemodialysis treatment to the

extent that they wish. HD is broken down into
approximately 14 component tasks, and the progress
of training is documented from novice to expert using
a competency record underpinned by specifically de-
signed educational materials (3). Patients are able to
participate and learn at different rates and individu-
al preferences are acknowledged. Many start with the
simpler tasks such as performing observations, build-
ing self-confidence to move onto the more complex,
whereas others engage in those from the outset. At first,
the thought of undertaking tasks normally carried out
by the health care team may be overwhelming to the
patient, and yet with support and by starting with small
steps, people learn as much as they are comfortable
with, gainingmastery over time (illustrated in Figure 1).
In parallel, nurses receive training to develop their
confidence and skills as facilitators.

Patient Activation
The Patient Activation Measure assesses a spectrum

that ranges from the lowest level, where the individ-
ual is overwhelmed by their disease and disengaged,
through to higher levels where they take a degree of
control for their own health (1). Among kidney
patients, those with lower activation levels tend to
be older, more likely to be on HD and have higher
levels of deprivation (4). Furthermore, levels of acti-
vation tend to be low among people who have a
combination of diabetes and CKD (5). Patients with
diabetes who have lower levels of activation attend
more frequently at emergency departments and are
more likely to be hospitalized (6). There is, therefore,
interest in developing interventions that have the
potential to increase patient activation among those
attending center-based HD and to determine whether
this approach improves outcomes.
Shared hemodialysis care aims to do this by support-

ing people with low levels of activation to engage with
simple dialysis related tasks so that they begin to gain
the confidence and move from being overwhelmed
by their illness to greater independence (Figure 1). The
stories presented here give the perspectives of two
patients involved in Shared Hemodialysis Care. Reann
describes how the program helped her to overcome her
fears to undertake self-cannulation (needling) and that
this gave her a greater sense of control. Nicholas
highlights the benefits that learning has had on his
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ability to manage his diet and fluids, as well as leading to
improved confidence and reduced anxiety. Nursing staff
value shared care because they quickly see how they can
improve their patients’ experience of HD through small
changes.

Scaling up Shared Hemodialysis Care
With support from the Health Foundation and UK

kidney charities (Kidney Research UK and Kidney Care
UK), a quality improvement collaborative of health care
teams with their patients was developed to scale up shared
hemodialysis care across 12 hospital trusts in England. This
involved a series of learning events at which mechanisms of
engagement were tested and shared between participants.
Quality improvement focused on how choice was consis-
tently given and examined the variation in tasks that were
learned. Patients participated as equal partners in the design
and delivery of the program.
A 2 year, randomized, stepped-wedge cohort study of

the intervention involving 600 patients conducted at the 12
centers was completed and will report results during 2019
(A quality improvement collaborative to scale up Shared
Hemodialysis Care for patients on centre based hemodi-
alysis [SHAREHD]) (7). Baseline cross-sectional data from
that study confirmed a positive association between the
number of dialysis related tasks that patients undertook
and individual levels of patient activation (8). During the
program a number of patients who participated in shared
hemodialysis care moved on to dialyze at home. For many,
being able to engage more in the center enhanced their
experience of care and enabled greater independence even
if home dialysis was not a choice they wished to pursue. It
became clear that certain treatment-related tasks provide
the gateway to home or independent dialysis and one of

these is self-cannulation. Evidence that there is the poten-
tial to increase the number of people who self-cannulate
comes from a UK study of 189 center-based dialysis patients
where 29% felt they could consider self-cannulation with a
further 14% considering they could do so with help (9).
Shared hemodialysis care is a simple concept but a

complex intervention. It requires a change in health care
delivery that moves from a model of provision of treat-
ment to one that is responsive and facilitates training in
order to meet individual needs and preferences, enabling
self-management. A qualitative evaluation of its imple-
mentation at Sheffield and York documented a spectrum
of barriers and enablers that were context dependent.
Organizational aspects of the dialysis unit interact with
unit culture to provide opportunities or otherwise for
individuals to develop skills and abilities in a supportive
environment (10). No one method suits all units although
there are common themes.

Conclusions
Consistently supporting people who dialyze at centers to

learn and take on treatment-related tasks provides a
practical method of engaging and educating patients in
their own care. This has the potential to improve patient
experience, benefit patient activation and outcomes. It
provides a more equitable service, by giving all individuals
the opportunity to learn about their condition irrespective
of whether home dialysis is an option for them, increasing
opportunities for self-management. Central to this model
is patient engagement that is linked to confidence and
choice driving motivation to learn. The SHAREHD study
will provide evidence of how this works across a range of
dialysis environments and for people with different per-
sonal characteristics (7).

Figure 1. | Small steps (tasks) within shared care provides a framework to unlock potential. Illustrates the stepwise approach that can be
taken to SharedHemodialysis Care. Patients can start with small tasks and do asmuch or as little as they feel able. As they learn, confidence
is built.
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