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Welcome to
Kidney Matters

Message
from the
editor
Welcome to the spring issue of Kidney Matters.

We need your views
…..to help Kidney Care UK provide
an even better support service to
kidney patients and their families.
Over the past few years, Kidney Care UK has grown
significantly, and expanded its support for kidney
patients and their families in order to help improve
their quality of life. Whether providing practical,
financial and emotional support, working to improve
health and care services or campaigning to raise
awareness and deliver change, we continue to work
hard to ensure that no one faces kidney disease alone.
But we want to do even more. We are now entering
a phase where we want to review our progress and
set our direction for the future. And that is where we
need your help.
We want to get the views of everyone in the kidney
community on how Kidney Care UK should develop.
How we can be even more effective in supporting a
better life for patients and their families. Your views
will help us make the right decisions about how the
Charity should grow.
I would therefore be grateful if you would take just
ten minutes to complete a short survey using the
link below, and let us have your thoughts.
https://bit.ly/2QEjA6s)
Your views really matter to us.
Thank you for your help.
Paul Bristow,
Acting Chief Executive, Kidney Care UK
© Kidney Care UK 2016 is the operating name of the British Kidney
Patient Association. A charitable company limited by guarantee.

We all know that kidney disease frequently tests
us and those closest to us to the very limit. But for
those of us who also have to tackle the complexities
of diabetes, prioritising hospital appointments,
knowing what food to eat and understanding who
is in charge of the different aspects of our care can
be overwhelming. So in this issue, we explore what
‘best practice’ in diabetes care on the dialysis unit
might look like with Dr Andrew Frankel. Plus, we have
the chance to influence a ‘diabetes charter’, which
is set to dramatically improve diabetes care on the
dialysis unit. We can’t do it without you so please
take a moment to share your thoughts.
Hands up if you’ve taken a sketch pad to a dialysis
session determined to sketch out a masterpiece in
those four long hours. And how many of us, pencil
poised in our one free hand, then fell asleep? That
would be most of us then! You will be pleased to
know that art on dialysis is alive and kicking and
producing some fantastic, real talent. We know you
will love Kirk’s amazing artwork and appreciate the
great work the Renal Arts Group in Northern Ireland
are doing.
Kidney Matters is your magazine so please
keep sending in your brilliant news updates and
photographs.
Remember, spring’s longer and warmer days are just
around the corner! Enjoy the read.

Deborah Duval
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Get in touch
Visit: www.kidneycareuk.org E: info@kidneycareuk.org
Call us on: 01420 541424
Kidney Care UK, 3 The Windmills, St Mary’s Close,
Turk Street, Alton, GU34 1EF
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Caring about diabetes on
the haemodialysis unit

The number of people in the UK with diabetes is increasing year on year and is
expected to reach 5 million by 2025. A significant number of these people will go on
to develop damage to their kidneys, leading to chronic kidney disease (CKD), and a
smaller number will go on to develop end-stage kidney failure requiring either a kidney
transplant or dialysis.
Whilst this percentage is small, the fact that there are
such a large number of people with diabetes starting
this journey means that the numbers are by no means
insignificant and indeed are growing every year. In
2017, people with diabetes accounted for 28% of those
needing renal replacement therapy in the UK. This percentage rises in areas with a high concentration of Black,
Asian and Ethnic Minority (BAME) patients to 40%-50%
of their haemodialysis (HD) population with diabetes.

Increased risk
Once a person with diabetes starts kidney failure
treatment, they are already in a vulnerable

kidneycareuk.org

position and often have associated cardiovascular
problems (history of heart attacks and strokes)
and an increased risk of these complications over
time. They also have a significantly increased
risk of foot problems such as ulcers, with a small
proportion requiring amputations as a result of these
complications. Whilst on HD, these individuals still
require considerable care that is focused on their
diabetes needs, in addition to the needs that are
determined by their HD schedule. Reports, audits and
experience have demonstrated that many of these
individuals do not receive the level of care that they
require and the management of their diabetes is poor,
putting them at greater risk of complications.

5

Diabetes care in haemodialysis (DiH)
In 2016 the Joint British Diabetes Societies, in
conjunction with the Renal Association, produced a
comprehensive guide describing best practice for
the management of people with diabetes on HD.
This rather lengthy publication is unique as it is the
only document in existence that has focused on the
diabetes care of kidney patients on HD. The document
contains a large number of recommendations and
is educational and informative for the healthcare
community caring for people with diabetes.
Unfortunately, whilst this may be a very worthy
document, there is no evidence that it has facilitated
improvements in care for people with diabetes and
audits suggest that care continues to fall below the
standards recommended within the report. So in
2018 a group was formed under the umbrella of a
number of renal and diabetes organisations to develop
a programmme that would support the conversion
of these guidelines into real and meaningful
changes in practice for people with diabetes on
haemodialysis. The initiative is called the diabetes
care in haemodialysis (DiH) programme and has made
significant progress in the last year. It is, however,
going to take more time for people on the ground to
really see the benefits of this programmme.

What are the key aims of the DiH
programme?
Firstly, improvements in the organisation of care for
people with diabetes. Kidney patients with diabetes
on HD usually attend (unit based) dialysis sessions
three times a week and often do not have time
to attend their diabetes appointments, whether
they are undertaken at the general practice, in the
community or as an outpatient in their hospital. This is
compounded by the fact that there is often confusion
about who is actually managing the diabetes and
everyone assumes it is being undertaken elsewhere,
resulting in many people falling through a hole in
the system.
Secondly, there needs to be much more education
of all those involved in the care of people with
diabetes on HD in relation to managing their glucose
control more safely. There are very specific issues
around both treatment targets and how glycaemia is
monitored in people with diabetes on HD, compared
to those with normal kidney function. People
with diabetes (as well as the HD staff) often don’t
appreciate that, although for many years they have
been requested to improve their sugar control down
to near normal levels, once on HD there needs to be
a more liberal attitude, because of the greater risks of
low blood sugar when a person with diabetes is on HD.

“Changes are possible and there
is an increasing recognition of the
need to better support patients
with diabetes on haemodialysis’
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Thirdly, there has been a gap in relation to education
and training around diet, and people with diabetes on
HD are often confused about the restrictions required
of them for their diabetes. They may see two different
dietitians who give them advice that is uncoordinated,
causing them confusion or restriction of their diet that
is much too great. A coordinated dietetic approach is
required so that clear and safe advice can be given to
people with diabetes on HD.

Foot care
Finally, good foot care is paramount for improving
the quality of life of people with diabetes on HD and
we have to accept that haemodialysis units and staff
need to take some ownership of this, given that they
see this particular group of patients three times a
week. All units should be working with the patients they
care for on the unit with diabetes, to ensure that there
are regular foot inspections and that there is a clear
and easy pathway to a rapid-access foot clinic should
any problems occur.
In order to make the changes necessary to achieve
these aims a set of standards have been agreed which
all HD units will need to be measured against. It is likely

if you are on haemodialysis with diabetes that at some
point in the next year you will be involved in this audit,
so that we can monitor the care that is provided to you
and your current understanding of diabetes.
Changes are possible and there is an increasing
recognition of the need to better support patients
with diabetes on HD, and indeed you can read about
an excellent example of this in this edition by Dr Ian
Wallace describing the work being undertaken at
Belfast City Hospital (see page 10). This is one of the
many examples of good practice being implemented
around the country.
In addition to developing standards, an educational
programme has been developed for all healthcare
staff who work with people with diabetes, both a
face-to-face programme and an electronic learning
program. By undertaking education and training of
staff and regular audit we hope to highlight areas of
good practice and spread this across the system. It
will take time for a full roll out of this programme but
we anticipate care will improve.

Empowering you
A further key aim of this programme is to empower
and involve you, in relation to your care. We are
currently undertaking focus groups involving people
with diabetes on HD to develop a charter of care that
is easily understood, informs you of what good care
would look like, what you should expect from your
dialysis unit in the delivery of your care, and how you
can improve your self-care.
If you have diabetes and are currently dialysing on a
unit we would be very grateful for your input. Please
see our draft ‘patient charter’ on page 7 where we are
asking for your comments and suggestions.
It is really time that we raise the profile of kidney
patients with diabetes on haemodialysis and we
genuinely hope that the DiH programme will
facilitate this.

Article by Dr Andrew Frankel:
Consultant Physician and
Nephrologist, Imperial College

kidneycareuk.org
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Diabetes care on
haemodialysis. Have your say
It is widely recognised that many people with chronic kidney disease (CKD) on
haemodialysis (HD) also have diabetes. In Liverpool, this represents 45% of all
patients who start HD.
The Association of Nephrology Nurses (ANN) UK has
become involved in supporting the development and
implementation of the diabetes care in haemodialysis
(DiH) programme over the last twelve months. This is
because, as nephrology nurses we understand that
our role within the haemodialysis setting is crucial
since it gives us a unique opportunity to develop longterm relationships with our patients. This is because
we see them at least three times per week. We also
recognise the importance of providing holistic care
to people on HD and the need to maximise self-care
among those patients.

1. You should be treated with compassion,
dignity and respect and your treatment should
be explained to you.
2. You should have an individualised diabetes
review at least once every 12 months
coordinated around your haemodialysis
appointments. Including a review of your:
a) diabetes control,
b) foot care,
c) eye screening,

The collaboration of the inter-professional teams and
patients working together has been a focus of the DiH
programme. It places an emphasis on the importance
of co-producing a patient charter that defines
the rights and responsibilities of people living with
diabetes who are on HD and empowers them to take
control to ultimately improve their health.

d) lifestyle advice, including dietary
advice appropriate for a person
with diabetes on maintenance
haemodialysis.
3. You should be able to monitor your own blood
sugar levels and understand how to modify
your insulin dose or food intake to address any
high or low blood sugar results in an
effective way.

We hope that by widely disseminating this charter we
will be able to improve the lives of people living with
diabetes and HD, and support education for the teams
involved in their care.

4. As you are at greater risk of foot disease
you should receive regular advice on how to
minimise the risk of developing active foot
ulceration. In addition, your dialysis unit
should have a process in place to ensure your
foot care is monitored regularly and, where
concerns are identified, accessing the correct
treatment for these is swift and easy.

The charter
The aim of this charter is to inform you of how you can
best manage aspects of your diabetes care alongside
your HD, and the support you should expect from the
staff supervising your HD and diabetes care.
This is your chance to influence your patient charter
(see panel on right). If you have diabetes, type 1 or type
2, this charter will affect your care on the dialysis ward.
We would like to know your thoughts.

5. You are entitled to a named link worker on the
haemodialysis unit who has access to a named
diabetes specialist nurse who can support you
with any issues that may arise.

Please email your comments and suggestions to me at
vicky.ashworth@lft.nhs.uk

LE A

6. All professionals looking after your care should
have access to your clinical reviews.
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For more information on ANN
UK please go to
www.britishrenal.org/news/annuk-new-association/

Article by Vicky Ashworth:
Advanced Nurse Practitioner, Royal
Liverpool Hospital
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Just getting on
with it
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Finding out that you have chronic kidney disease (CKD)
is unwelcome news to anyone. If you have to manage
another potentially life-limiting chronic condition as well
as CKD it can be overwhelming. In the UK over a quarter
of all patients on dialysis to treat their CKD also have
diabetes. Graham Harris talks to Kidney Matters about
his journey through diabetes and CKD, and the impact
these two chronic conditions have had on his life.
As a child
“I was only young when I was first diagnosed. I suppose no older than seven.
So, I wasn’t really aware of what was going on around me at the time. I can
remember being so sick, losing a lot of weight and peeing a lot. At first the
GP didn’t do any tests on me, but then when I didn’t get better and I was
taken back to the surgery, he did a blood glucose test and a dip-stick urine
test. As soon as he saw the results I was rushed into Alder Hey Children’s
Hospital and immediately stabilised on insulin injections.
I just didn’t get what was happening to me. There was so much to take in
and everyone was telling me what I couldn’t do now and not taking any time
to explain or ask me how I was feeling. All I remember of this time is hearing,
“You can’t do this, you can’t eat that and you can’t act like a child anymore.”
It was shocking to me and the only way I could handle it was to just ignore it,
block it out and convince myself it wasn’t happening.
At school, some teachers were great and understood what diabetes was all
about. But others did not and told me off when they caught me eating my
snacks (to help balance insulin intake). So, for some teachers I became a
‘problem child’ and they wouldn’t allow me to go on school trips because
they didn’t want the responsibility of taking care of me.
As a teenager, it all started to go badly wrong. Over the next few years I was
diagnosed with just about every complication associated with diabetes
you could have: bad eyes, bad circulation (which led to a toe amputation),
terrible gastroparesis (nerve damage to guts which hinders digestion) which
continues to this day, and of course then the big one – chronic
kidney disease.

Starting to take it all seriously
I had rebelled against my diabetes for years; sometimes not taking my
insulin and rarely making an effort with my diet. But as things started to get
worse for me, I did try to bring it all back under control. The problem for me
at this time was that I had consistently run very high blood sugars because
at work I couldn’t risk having a hypo (hypoglycaemic attack – low blood
glucose level). My body had become used to running on ridiculously high
blood sugars.
I dreaded hospital appointments because, although I was now trying to be
good, my blood results were nowhere near where they should have been. I
always felt guilty.

kidneycareuk.org
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At the time the first signs of CKD were beginning to
show up in blood chemistry results, I was in the middle
of moving from paediatric care into adult care. That was
a difficult time for me, but it was at this point I did really
begin to take it all very seriously indeed. The reality was
that if I didn’t, this disease was going to kill me.
My home life has always been great. My parents have
always been a massive support to me and we have
never had to suffer poverty. I have always worked hard
and had never been unemployed.

The diagnosis of CKD
About twelve years ago, I had left the Royal after my
diabetes check-up. I was getting really tired at work but
I had just got used to it and carried on working through
the tiredness. On this day though, I received a call from
my dad at work. He said “We’re at the Royal. You need
to get back here right now.”

“I did really begin
to take it all very
seriously indeed. The
reality was that if I
didn’t, this disease was
going to kill me.”

I got myself back to the hospital and was rushed
on to a ward, with a potassium level of over 9. I was
immediately put on in-unit haemodialysis. From this
point onwards, I started to come in for dialysis three
times a week for four hours a time on the late shift. I’ve
had some really rough sessions but overall, I managed
it and it just became a part of my life. I was getting so
dizzy after every dialysis session that my dad stepped
in and drove me in to hospital and collected me
afterwards. I didn’t come off my machine until 11pm
so it was around midnight that he would have to leave
home to drive out to get me.
Without the support of my family I know things would
have turned out a lot worse for me than they have.

My first transplant
I was on dialysis for over seven years before I got ‘the
call’ from Oxford to say they had identified a possible
match for me for a simultaneous pancreas and kidney
(SPK) transplant. Although the transplant went ahead,
I started to recognise the signs of high blood sugar just
six months later and we knew the pancreas transplant
was failing. So it was not long before I was back on
insulin but while the pancreas was working I felt brilliant!
Two years after this the kidney sadly failed too. So, I am
now back on dialysis – every week day for three-hours —
and keeping the best control over my diabetes possible
so that I can be considered for a second SPK transplant.
I am hoping to have this transplant at Manchester and I
just have to go through a few more tests before I will be
activated on their SPK waiting list.

Keeping it real
I have always tried to keep a positive attitude to my
diagnosis. When people say “you’re brave to go through
all of this”, I think “I don’t really have a choice do I? If I
want to stay alive I just have to get on with it.” Friends
have been great too. Sometimes they come on to the
unit and spend some time with me here while I’m on
dialysis. But I do morning dialysis now and those of them
that are working can’t get in at this time of day. Those
that aren’t working don’t want to get out of their bed!
Photograph by Ed Singleton,
Royal Liverpool University Hospital

Issue 8 | Spring 2020

10
TU
FE A RE A

RT
IC LE

Award-winning care in
Belfast

In-unit dialysis is time consuming and tiring. Patients often find it difficult to manage
appointments for other conditions. This is especially true for patients with diabetes.
So, how have we transformed our model of care to benefit patients with diabetes in
the Belfast City Hospital dialysis unit?
Diabetes is a common condition that is on the
increase. It is estimated to affect approximately four
million people, rising to five million people in the UK by
2025. Diabetes affects many organ systems, leading
to complications involving the blood vessels to your
heart (heart-attack and angina), brain (stroke), feet
(gangrene and amputation), eyes (retinopathy and
bleeds) and kidneys (nephropathy).

“All patients are seen in the
unit by a diabetes consultant.
Patients can be seen on request
at short notice’’

Diabetes-related kidney damage is the leading cause
of end-stage renal failure in the UK. Good diabetes
and kidney care aim to prevent and delay the need for
dialysis or kidney transplantation. However, in patients
who progress to dialysis it can be difficult to coordinate multiple appointments, and glucose control
can fluctuate between dialysis and non-dialysis days.
Screening for complications allows early treatment,
potentially preventing crises like sight loss or amputation.
Picture - Back row (left to right): Dr Damian Fogarty,
Consultant Nephrologist; Jennifer Madden, Podiatry;
Sister Mary Gilleece, Dialysis Uni; Sister Lauren
Cummins, Staff Nurse; Anne McStocker, Dietitian
Middle (Left to right): Rosemary Bowles, Eye
Screening Service; Terri Allen, Clinical Diabetes Nurse
Specialist; Pauline Nesbitt, Clinical Diabetes Nurse
Specialist; Dr Ailish Nugent, Consultant Diabetologist
Front row (left to right): Dr Philip Johnston,
Consultant Diabetologist; Dr Ian Wallace, Consultant
Diabetologist
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Meet Thomas, one of our patients
Thomas lives 22 miles from Belfast City
Hospital. He has had a left above-knee
amputation and is weak on his left side
following a stroke. He uses a wheelchair to get
around. He attends the unit for dialysis three
afternoons per week. A taxi calls to collect him
at 11.45am to have him at the dialysis unit for
1pm. He gets his lunch whilst on dialysis. He is
in the dialysis unit for approximately four and a
half hours. He gets home at 6pm and he has
tea at 7.30pm.
His diabetes appointments are at another
hospital. He hasn’t attended in six years. His
foot appointments are in a health centre ten
miles from his house. He hasn’t attended in
four years. His eye screening appointments
are at a health centre and at his last visit he did
attend but was unable to get his wheelchair
into the room. He hasn’t had eye screening in
four years. His sight is poor. He can’t see his
glucometer or pens to read the numbers. His
diabetes control isn’t great and he relies on
carers to check his glucose and to administer
his insulin. He notices a big difference in
glucose values between dialysis days and nondialysis days. His lunch is later on dialysis days.
If he is delayed getting to the dialysis unit he
can have a hypo (hypoglycaemic attack - low
glucose) before getting his lunch.

In Belfast City Hospital, the dialysis service and the
diabetes service have worked together to improve
things for Thomas (see box above) and patients
like him. We found that, like Thomas, many patients
were not attending diabetes clinic, eye screening or
podiatry appointments. Patients told us they were
too tired after dialysis to go to other appointments,
that their relatives couldn’t take more time off work,
that they couldn’t get transport or that appointments
clashed with their dialysis sessions.

Let’s bring the diabetes care into the
dialysis unit
Patients in the dialysis unit asked, “Why can’t you
bring the diabetes care to the dialysis unit?” In Belfast,
we now do this. All patients have their feet screened
regularly by nursing staff in the dialysis unit with podiatry
treatment facilitated on site after patients have finished
their dialysis. All patients are seen in the unit by a
diabetes consultant. Patients can be seen on request
at short notice. We bring the retinal screening camera
to the dialysis unit twice a year and patients have their
photographs taken before their dialysis session.
This model is simple but incredibly effective. Diabetes
UK recommends all patients with diabetes have
access to 15 essential checks at least once a year

(see overleaf). All patients here in Belfast now get
these. We believe retinal screening has saved sight,
and foot screening has saved limbs of patients here.
Insulin regimens have been simplified, with some
patients taken off insulin altogether. Some patients use
different insulin doses on dialysis days and non-dialysis
days. Some patients are using alternative meters such
as the Freestyle Libre and pen devices that are easier
to read. We have reduced the rates of hypos.

“Diabetes is a common
condition that is on the
increase. It is estimated to
affect approximately four
million people’ ’
Now back to Thomas. Since the start of the new
model, Thomas gets foot screening regularly by
the dialysis nurses, he has had his eye screening
performed in the unit and he has been seen by the
diabetes team and the renal dietitian with a change in
his insulin regimen and an improvement in HbA1c *. He
no longer gets hypos. However, what is important to
Thomas is that he gets the time off dialysis to use for
himself. He can go with his son to look at the animals
on his farm and doesn’t have to worry about missing
appointments for his diabetes. He loves this model
and is a vocal advocate for this being rolled out to
other areas.
This model has won the Northern Ireland Diabetes
Project of the Year in 2019. We are working with other
dialysis units in Northern Ireland to roll this model out.
We are happy to share our model with any other units
that would like to learn more.
If you are a patient with diabetes who attends a unit
for dialysis, check if you are receiving your fifteen
Issue 8 | Spring 2020
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diabetes healthcare essentials. These are important.
Ask your diabetes team and your dialysis team how
they could improve things for you. Feel free to show
them this article.
Thanks to:
All our patients
Diabetes Consultants (Philip Johnston, Ailish Nugent,
Brona Roberts, Helen Wallace)
Dialysis nursing staff led by Sister Gilleece and Sister
Jennings
Podiatry service led by Bronagh Monaghan
Retinal Screening service led by Professor Tunde Peto
Nephrology consultants in Belfast City Hospital

Diabetes UK – 15 Diabetes
Healthcare Essentials
1. Blood glucose test (HbA1c test)
2. Blood pressure check
3. Cholesterol check (for blood fats)
4. Eye screening
5. Foot and leg check
6. Kidney tests
7. Advice on diet
8. Emotional and psychological support
9. Diabetes education course
10. Care from diabetes specialists
11. Free flu jab
12. Good care if you’re in hospital
13. Support with any sexual problems
14. Help to stop smoking
15. Specialist care if you’re planning to have a baby

Article by Dr Ian Wallace:
Consultant Diabetologist, Belfast
City Hospital

*Haemoglobin A1c, often abbreviated HbA1c, is a form
of haemoglobin (a blood pigment that carries oxygen)
that is bound to glucose. The blood test for HbA1c
level is routinely performed in people with type 1 and
type 2 diabetes mellitus. The normal range for level for
haemoglobin A1c is less than 6%.

kidneycareuk.org

“He can go with his son
to look at the animals
on his farm and doesn’t
have to worry about
missing appointments
for his diabetes.’’
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From the front line

Asking the important questions
Waiting for a kidney –
what would you want to
know?
There are more kidney transplants taking place and we
all hope that this will continue, especially after the law
changes to an opt-out system in England and Scotland
in the spring. While we were campaigning for this
change, Kidney Care UK made clear that its success
depends on the public education campaign and
enough resources in our NHS to perform additional
transplants. When someone becomes a donor, an
allocation system is used to work out who is most
closely matched and an offer is made to the transplant
centre where the patient is based. Sometimes the
transplant centre does not have capacity to safely
carry out a transplant, whether it is because of the lack
of an intensive care bed, an operating theatre, or any of
the many resources needed. The kidney is then offered
to another person at another unit.
From now on, you will be given the opportunity to
know whether you have been offered a kidney that
was turned down for capacity reasons. There are
many other reasons why a transplant might not go
ahead, for example if you had an infection, but this is
just about a kidney transplant not going ahead due
to lack of capacity. This happened eleven times last
year, which is not good enough. What we need to see is
centres learning from this and adapting to ensure the
transplant goes ahead. For example, in some parts of
the country where there are several transplant centres
close to each other, it might be that the patient and the
kidney can both go to a different hospital to facilitate
the transplant.

personal decision. If you are on the transplant waiting
list, do watch out for the letters about this so you can
decide. Nothing will change unless you tell your centre
that you would like to be notified. If you would like to
know more please speak to your transplant centre, and
if you would like support there should be counselling
available locally or through us at Kidney Care UK.

Travelling to dialysis a way ahead?
As many of us know, travelling time to dialysis, time
spent on dialysis plus waiting time at either end of
the dialysis session can leave us feeling exhausted
and unwell. That is the reality of dialysis for 25,500
people with kidney failure being treated in hospital
units. During 2018 and 2019 we took a long look at the
dialysis travel experience and service; our Dialysis
Transport Report was produced in conjunction with
the kidney community and made some important
recommendations for improvement.
Kidney Care UK has worked with Age UK and Healthwatch
England to produce a further report, ‘There and Back’,
drawing a fuller picture of patient transport and travel.
We are really pleased to say that the chief executive
of NHS England, Simon Stevens, has now announced
a review of patient transport services with the three
organisations as partners. Thank you if you took the time
to contribute to any of the various surveys and work
done to create the Dialysis Transport report.

Article by Fiona Loud:
Kidney Care UK
Policy Director

Whether you want to be told that a kidney offer for
you was turned down because of a lack of capacity is a
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Serves
Four

Cooking in the kidney kitchen with Nathan Outlaw and Chef Ripley

Baked sea bass
Nathan Outlaw’s baked sea bass with soused vegetables &
smoked paprika potatoes. A colourful and tasty low-potassium
fish dish, great any time of the year.
Ingredients
• 4 individual portions of sea bass or
other suitable fish (approx. 70-80g per
portion)

•
•
•
•

50ml olive oil

•
•
•

1 teaspoons fennel seeds

4 shallots, peeled and halved
2 large carrots, sliced
2 red peppers, cored, deseeded and
cut into broad strips
100ml white wine

•

100ml white wine vinegar (or any other
vinegar eg white, red or sherry vinegar)

•
•
•
•
•
•
•

Pepper to taste
200g new potatoes, washed
1 tsp smoked paprika
250g broccoli florets
120g green beans
3 teaspoons chopped dill (optional)
3 teaspoons chopped tarragon
(optional)

50g caster sugar

Preparation
1. Heat oven to 220°C (200°C fan). Cook the new potatoes in a pan of boiling water until
just soft. Drain and leave until cool enough to handle, then cut in half and set aside.
2. In a roasting tray, add the shallots, carrots, red peppers and spring
onions.  Sprinkle over the fennel seeds.  Add the wine, white wine vinegar, sugar
and half of the olive oil, and gently mix through the veg.  Add the new potatoes
and sprinkle over the paprika.
3. Place the tray on the hob and gently cook the veg on a medium heat for about 5
minutes.  Then, put the tray in the oven and roast for 20-25 minutes, taking it out
half-way through to stir. If at any time during cooking the dish looks a bit dry, add a
small amount of water.
4. Season the flesh of the fish with pepper.  Once the vegetables have been in the
oven for 20-25 minutes, add the fish to the dish (if the fish has skin on one side,
ensure that side is facing up) and cook for a further 8 minutes until the fish is
thoroughly cooked.
5. Take the tray out of the oven and add the remaining olive oil and chopped herbs
if using.
6. Serve with boiled broccoli and green beans if desired.

kidneycareuk.org
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Food Facts

Low potassium aLow protien a
gy 508 kcal • Protein 23g
Per serving (4): Carbohydrate 30g • Ener
: 35-45 mins
Preparation time: 10 mins • Cooking time
dish
the main source of carbohydrate in this
Carbohydrate: The new potatoes are
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are trained in insulin adju
and the values are provided for those who
luding the green vegetables) is low in
Phosphate/Potassium: This dish (inc
w the serving sizes, this is a suitable dish
potassium. Therefore, providing you follo
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if you are on a low-potassium diet.This
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fish. So, if you have been advised to
contain some phosphate, mainly in the
this meal.
phosphate binder you should take it with
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ides a good source of protein, which is grea
Protein: The fish used in this recipe prov
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if you are on dialysis and need to eat mor
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a low-protein diet, select a smaller port
.
ht container in the fridge for up to 2 days
Storage: Allow to cool and store in an airtig
Reheat thoroughly before serving.
such as salmon or cod could be used.
Cheaper Option: Less expensive fish
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What about the carbs?
When Sarah Green contacted us to say that she really wanted to experiment with the
recipes on the Kidney Kitchen website but was not sure how to integrate them into her
diabetes diet, we were only too pleased to ask our dietitians to carry out a bit more
recipe analysis. Now, thanks to Sarah, all recipes on the Kidney Kitchen website will
have a carbohydrate value to help you if you too have diabetes and ‘carb count’.
“I have type 1 diabetes and stage 4 chronic kidney
disease (CKD). Because of this I need to manage
my potassium and phosphate intake. Most people
with type 1 diabetes work out their insulin dose by
calculating how much carbohydrate is in the food we
eat. This can be really complicated and quite difficult
sometimes as it is not always obvious. Pre-prepared
foods and ready meals have this information on the
packaging but these foods often aren’t suitable for
kidney patients because of the amount of hidden salt,
phosphate and potassium in them.

“Pre-prepared foods have this
information on the packaging
but these foods often aren’t
suitable for kidney patients
because of the amount of hidden
salt, phosphate and potassium
in them.”

Cooking from scratch means that you know exactly
what’s in your food and you are able to make changes
to make it more kidney-friendly. The recipes in Kidney
Kitchen are great for this but for people with type 1
diabetes who ‘carb count’, it can be really complicated.
We have to work out the carbohydrate content of each
ingredient, add them all up and then divide by the
numbers of portions we consume throughout the day.
That’s just too much Googling and maths at meal times.
I’ve tried a few recipes from the Kidney Kitchen
website, but the maths involved stopped me using
them regularly. So I approached Kidney Care UK and
asked whether they would be able to add carbohydrate
nutritional information to their recipes, and they said
yes! Now all the recipes in the Kidney Kitchen will have
carbohydrate nutritional information, which makes it so
much easier for me to prepare my meals.
We all know how difficult the renal diet can be to
maintain. I’ve often found myself eating the same thing
over and over again just because I know it’s safe. I’ve
always been a bit cautious about trying new recipes.
However, having so many great recipes available on the
Kidney Kitchen website that clearly state carbohydrate
content as well as the potassium and phosphate
guidance I need to manage my CKD, is brilliant.
Managing a renal diet can feel like guess work
sometimes but now we finally have a solid, reliable and
trustworthy food website to enable us to expand our
diet safely.
Thank you Kidney Kitchen!
www.kidneykitchen.org

Article by
Sarah Green:
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Celebrity Chefs and great friends
in the Kidney Kitchen
We’ve had an incredibly busy time in the Kidney
Kitchen over the past few months. One highlight being
a visit by internationally acclaimed 2 Michelin star
rated Chef Nathan Outlaw. Our Renal Nutrition Group
(RNG) dietitians worked with Nathan to come up with a
very tasty, easy to prepare fish dish that can be found
on our Kidney Kitchen website. Nathan and his team
have been advocates of the work we do in the Kidney
Kitchen for some time now and will be appearing
again in 2020 with more great kidney-friendly recipes
created just for us.

Hayley Trim-Jones and Dela Idowu cook with Chef

We also welcomed two wonderful friends into the
kitchen to cook with Chef – Dela Idowu (founder of
Gift of Living Donation – GOLD) and Hayley TrimJones (great chef and a kidney patient herself). Dela
and Hayley worked with Chef and our RNG dietitians
to prepare two delicious Caribbean kidney-friendly
meals, which also now appear on the Kidney Kitchen
website. You will see quite a bit of Dela and Hayley, too,
during 2020 as they help us expand our repertoire of
Caribbean - and African - influenced recipes.
Nathan Outlaw and Chef Ripley in the Kidney Kitchen

Happy cooking!

Tasty treats in Ulster
Here at the Ulster renal unit our catchphrase is “gotta
know your product market”!
We often hear patients ask, “why are all the yummy
foods restricted?” Well yummy was definitely the word
on menu for our haemodialysis patients and renal unit
staff on our very own Kidney Kitchen tasting day.
With thanks to the catering department at the Ulster
Hospital, Dundonald, we had the opportunity to let our
haemodialysis patients and renal unit staff become
product tasters during a haemodialysis session. The
raspberry and passion fruit mousse and Christmas
cheesecake got the most thumbs up, closely followed
by the lemonade scones and pineapple upside down
cake. The work of the Kidney Kitchen has definitely
become a big hit in our unit. Well done Kidney Kitchen,
we look forward to tasting all your new recipes!

Renal dietitians, Rebekah Calvert ( left) and Jennie Grey
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Getting the balance right
Managing a diet to accommodate both diabetes and chronic kidney disease (CKD) can
be challenging as there is no ‘one size fits all’ recommended diet. But with 29% of the
kidney patient population also having to tackle diabetes, providing trusted and easy to
follow dietary advice to ensure good nutrition and a varied, healthy diet is vital.
In this article, we look at important aspects of the diet
and give some tips which may help you make healthier
food choices to help manage your diabetes and CKD.
However, if you have been given specific dietary advice
by your dietitian you should continue to follow this.

Carbohydrates
Carbohydrates are the body’s main source of energy;
they also provide important nutrients and help give us
a balanced diet. These carbohydrates are broken down
into glucose and used by the body as fuel.

Fruit and vegetables
Fruit and vegetables are a great source of vitamins,
minerals and fibre and can be a good snack if you are
trying to lose weight. Eating fruit and vegetables is
known to significantly reduce some type of cancers and
prevent some diseases. We should be aiming for at least
five-a-day, even if you are on a low-potassium diet. Fruit
does contain some natural sugars so it’s a good idea
to watch the portion size. As a rough guide, a portion
is the amount that will fit in the palm of your hand e.g. 1
medium apple, 7 strawberries or 2 clementines.

There are two main types of carbohydrates –
Starchy carbohydrates which includes cereals,
bread, pasta, potatoes, yam and couscous. The type
and amount you eat can make a difference to your
blood glucose levels. Choosing carbohydrates that
have a lower glycaemic index (GI) like wholegrain bread,
whole-wheat pasta, basmati, or brown rice, will raise
your blood glucose levels much slower.

Examples of lowerpotassium fruits
Apples

Examples of lowerpotassium vegetables
(boil where possible)
Carrots

Pears
Blueberries

Mixed vegetables

Tangerines

Green beans

Pineapple

Peppers

Strawberries

Courgette

Tinned fruit cocktail
(drained)

Swede

Sugars are split into two types:
Natural sugars such as those in fruit and dairy foods
which are part of a healthy, balanced diet.

Blackberries

Peas

Cherries

Aubergine

Raspberries

Asparagus

When choosing your starchy carbohydrates, bear in
mind some of these can be high in potassium. This is
important if you are following a low-potassium diet.
The table below gives some examples.

Added sugars like those we add to hot drinks, or those
in sugary drinks, sweets, biscuits, cakes and chocolate,
which should be limited.

Onions

Examples of low-potassium
carbohydrates

Examples of mediumpotassium carbohydrates

Examples of high-potassium
carbohydrates

Pasta

Boiled potato/sweet potato

Chips

Rice

Boiled yam

Jacket potato

Noodles

Boiled cassava

Bulgur wheat

Boiled plantain

Baked, fried, roast potato yam/
cassava/sweet potato

Bread including chapati

Cereals with fruits and nuts

Cereals (without fruit and nut)

Bread containing fruit, nuts, or
chocolate

kidneycareuk.org
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Try these tips:
• Swapping sugary drinks for water, or ‘diet’ or
‘zero’ options.

• Try an artificial sweetener instead of sugar in
hot drinks or when cooking/baking.

• Have a piece of whole fruit rather than fruit
juice (see fruit section below if you follow a
low potassium diet).
Some fruit and vegetables are a source of potassium,
and if you are on a low-potassium diet you should opt
for lower-potassium fruits and vegetables. The table
on the previous page provides some examples.
When you boil vegetables such as broccoli, green
beans and cauliflower the potassium leaches out into
the water, lowering the potassium content. Discard the
water rather than using it for gravy or stock.
Fruit juices and smoothies are often not
recommended in diabetes (or when you are following a
low-potassium diet). These drinks contain fruit in large
quantities, and often have added sugar. The process of
making these drinks means that the sugar in the drink
goes into your blood stream faster, increasing your
blood glucose levels quickly.

Hypoglycaemia (or hypos)
Hypoglycaemia (known as a ‘hypo’) is when the
blood glucose drops below 4mmol/L and leaves you
feeling shaky, sweaty, hungry and with blurry vision
and/or palpitations. This can happen for various
reasons - too much insulin, missing a meal, not enough
carbohydrates at mealtimes, increased exercise, being
on haemodialysis and the potential need for less insulin
in advanced kidney disease. It is important to treat a
hypo as soon as possible.

STEP 2: to prevent your blood glucose dropping again
you need to eat some starchy carbohydrate. If it’s not
close to a mealtime you could have a snack such as:
- A piece of fruit (low potassium if necessary)
- A small sandwich
- A couple of digestive biscuits
- A small bowl of cereal (low potassium if necessary,
such as Weetabix)
- A slice of toast
If you are experiencing frequent hypos, you should
speak to your diabetes team.
It is possible to enjoy your food if you have diabetes
and CKD, and we hope this information will encourage
you to experiment with the foods you enjoy. For more
individualised advice, get in touch with your dietitian.

Hypo treatments if you need to follow a lowpotassium diet or are on a fluid restriction
3-4 glucose or dextrose tablets
4-5 jelly babies
1-2 tubes of GlucoGel
60m LIFT (Gluco juice)
It’s a good idea to carry some of these
treatments if you are out and about.

Article by Oonagh Gooding:
Renal dietitian

To treat a hypo, you need to follow two steps:
STEP 1: drink or eat some fast-acting carbohydrate
(15-20g) — see on the right for some examples. Some
hypo treatments may need to be avoided if you are on
a low-potassium diet or fluid restriction.
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To read more on how to lower your potassium levels read our leaflet, Lowering your
potassium levels available to download at www.kidneycareuk.org/booklets
Many of the recipes on our Kidney Kitchen website (www.kidneykitchen.org) are suitable for
people with diabetes and CKD.
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Lion-hearted
warriors
Cartoonist and story-writer Kirk Harwood perfects
his extraordinary artistic talent whilst dialysing
at Cannock Renal Unit. The whole nursing team at
Cannock, in particular staff nurse Lisa Mason, have
been so impressed by Kirk’s dedication to his work
that they asked us to share his work with you in Kidney
Matters. We’d like to add our name to Kirk’s fan-base!
Art is something I’ve been doing since I was very young. I took art at
college where I experimented with different media - painting, printing, clay
modelling, life drawings and many others - and since then I’ve been trying
different styles, widening my skills and ability.
I started to use charcoal a lot in my artwork: drawing portraits of celebrities
and taking on commissions from clients, and drawing portraits from the
photographs they provided. I’ve also been drawing characters from comics
and video games and create animated shows, which I record myself and
post on my YouTube channel.

“Above all I like to draw cartoon characters
and coming up with stories around my
characters, which have now developed into
a cartoon story book.”
Since 2010 I’ve been creating 3D original figures. My favourites are my
swans but I also love the heart-bears. Above all I like to draw cartoon
characters and coming up with stories around my characters, which have
now developed into a cartoon story book.
‘Gauntlet Warriors’ is a comic book I have been working on for almost a
decade and now I get to share my story with the world. I have started a
crowdfunding page to try to get funds together to enable me to publish my
book.
I have been on dialysis now for four and a half years. Dialysing can be
arduous, so whenever I can I draw whilst I am dialysing, because it helps
the time pass more quickly and I can lose myself in my characters and
their own story.

Links to Kirk’s work
twitter.com/kirksartworks
www.instagram.com/Novalionheart
https://bit.ly/2txeNuw

kidneycareuk.org
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Photographs by Stuart James www.stuartjamesphoto.co.uk
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Kidney Clinic

Calm that itch, don’t suffer in silence
Itching is very common and causes
much distress among kidney patients.
But there is no need to suffer in silence,
as effective treatment is available.

professionals commonly underestimate how many of
their patients are affected. “Research has shown that
some professionals regard renal itching as relatively
unimportant, while others do not ask specifically
about itching during consultations,“ reports Hugh.

In the UK, almost half of people on haemodialysis
(HD) are at least moderately bothered by itching, and
around a quarter are very much bothered. This itching,
known as renal itching or uraemic pruritus, also affects
people with chronic kidney disease (CKD) and gets
worse as their kidney function declines.

“Equally, patients may be unaware that their itch is
related to their kidney disease, or they may wrongly
believe that no effective treatment is available. And if
you have infrequent appointments and limited time
with your doctor, you may feel that your itching is
trivial compared with the other problems you need to
discuss,” he adds.

Often affecting the back, limbs and scalp, renal itching
can move around the body and varies in severity from
day to day. It is more likely to occur if your surroundings
are warm, which explains why it may be worse at night
when you are warm in bed and why cooling yourself can
temporarily relieve your symptoms.
“When you ask kidney patients with severe itching to
describe their itch, they say that it feels like it’s under,
rather than on, the skin. So, to relieve the itching,
they feel like they want to rip off their skin, and this is
why they scratch themselves so hard that they leave
marks and their skin bleeds,” says Dr Hugh Rayner.
Hugh is Consultant Nephrologist at Birmingham
Heartlands Hospital.
Kidney patients who suffer from itching report feeling
annoyed and frustrated by their symptoms, and say
that they are embarrassed by the scratch marks
on their skin. They are more likely to feel drained or
depressed and to have disturbed sleep than kidney
patients who do not itch. Not surprisingly, renal itching
makes it more difficult for patients to socialise and to
concentrate at work, and also affects the quality of life
of family members.
Although renal itching is known to be very common
and to severely affect quality of life, kidney health

kidneycareuk.org

Is there a phosphate connection?
Some kidney health professionals continue to believe
that renal itching is caused by patients’ poor control of
blood phosphate levels. However, recent large studies
have found no association between phosphate levels
and the likelihood of renal itching
“It is a myth that renal itching is linked to your
phosphate levels. While it’s important to aim to keep
your phosphates within the recommended ranges,
there is no high-quality evidence to show that lowering
phosphate levels improves itching. Despite this, many
patients unnecessarily restrict their diets in an attempt
to further control their phosphates and continue to
blame themselves for their itching,” says Hugh.

A different kind of itching
Renal itching is different from the common kind of
itching that most people experience. The precise
causes remain unclear, but renal itching often occurs
in combination with restless legs syndrome and
insomnia. This suggests that renal itching is not a
skin problem, but a neurological problem—that is, a
disorder of the nervous system.
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Hugh explains: “In the laboratory, there are two
different nerve pathways that you can stimulate to
cause itching. The first is the histamine pathway, which
is the standard nerve pathway that causes hives. The
other nerve pathway can be stimulated by rubbing the
skin with cowhage, a plant with needle-like, stinging
hairs on its seedpods. We know that the histamine
pathway functions normally in people with kidney
failure, but the cowhage pathway does not.”
Magnetic resonance imaging (MRI) scans also show that
the brains of people on dialysis are overactive. There
are, in addition, changes in the brain’s grey matter (a
major component of the nervous system) that are
consistent with changes caused by kidney failure.
“That is why renal itching is a different kind of feeling
from the standard itch, and needs a different
approach to treatment,” adds Hugh.

Stopping the itching
If you have severe itching—for example, you scratch
until your skin bleeds—Hugh recommends treatment
with low-dose gabapentin, which works by reducing
overactivity in the brain. This applies especially if
you have restless legs syndrome and insomnia, since
gabapentin will also improve these symptoms.
“When treating renal itching, I start gabapentin with
a low dose: 100 mg after dialysis for HD patients
or once daily at night for people with CKD or on
peritoneal dialysis. In my experience, you should see
improvement in a few days. Common side effects
include dizziness and drowsiness, which is why I advise
taking gabapentin before you go to sleep at night. If
you cannot tolerate gabapentin, I recommend you try
pregabalin, which is a similar kind of drug,” says Hugh.
In 2019, both gabapentin and pregabalin were
reclassified as controlled drugs. This means that you

are only allowed 30 days supply on one prescription
and you may have to get a written prescription rather
than the electronic version.
Hugh explains: “The reclassification of gabapentin and
pregabalin is designed to stop abuse by recreational
drug users. It certainly does not mean that gabapentin
and pregabalin are dangerous when used as
prescribed by your doctor.”

What about antihistamines?
Kidney patients with itching are commonly offered
treatment with antihistamine tablets. However, there
is no evidence from high-quality clinical trials that they
are effective for renal itching.
“You could try antihistamines if you have mild or
moderate itching, but any benefit is likely to be due to
their sedative effect, which helps you to sleep better.
If your itching is not relieved after a week or so on
antihistamines, I recommend that you try gabapentin,”
says Hugh.
Renal itching not only moves around the body; it
may also come and go over time. This means that
there is the chance that any treatment, including
antihistamines or lowering your blood phosphates,
may seem to work for a short time.
Hugh says: “You have to give any treatment time to
work, but this may delay effective treatment for your
renal itching. This is especially the case if you don’t see
your doctor very often, in which case you will have put
up with your symptoms for months.”

Caring for your skin
Skin is made up of several layers (Figure 1). Scratching
till your skin bleeds breaks the outermost barrier
layer of your skin, called the stratum corneum. As a
result, your skin loses water content and becomes

Figure 1: Layers of the skin
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drier and itchier, setting up a vicious cycle of itching
and scratching. This is why scratching often gives
only temporary relief for renal itching, and repeated
scratching can make your symptoms worse.

“It is a myth that renal
itching is linked to your
phosphate levels.”

People with kidney failure often have very dry skin.
Applying an emollient (moisturiser) will help rehydrate
the outer layer of your skin so that it functions better
as a barrier to the outside world. The drier your skin,
the more often you need to apply your emollient; the
British Association of Dermatology advises choosing
the greasiest one that you are prepared to use.
Hugh adds: “It makes sense for everyone to look after
their skin, but emollients alone will not help if your
itching is so bad that you scratch until your skin bleeds
and you cannot sleep. If this is the case, you need a

Figure 2: Breaking the itch- scratch cycl
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specific treatment like gabapentin. However, once
your itching has reduced, improving the condition of
your skin barrier will help to break the itch-scratch
cycle (Figure 2), which may mean that you could take
gabapentin less often.”

Future treatments
Clinical trials are currently under way to test other
treatments for renal itching.

“Kidney health
professionals should
routinely ask about
itching”

In a recent 12-week study in HD patients in the United
States, difelikefalin reduced itching compared to
placebo when given three times a week by intravenous
injection. Common side effects included diarrhoea,
dizziness and vomiting.

Conclusion

Hugh comments: “This was a well conducted clinical
trial, but we do not know the long-term effects
of difelikefalin. The drug has not been compared
directly with gabapentin, but it does not seem to be
as effective when compared with placebo. We also do
not know difelikefalin’s cost, which is likely to be higher
than gabapentin and pregabalin, both of which are
available generically.”

“Kidney patients are still told that itching is something
they have to live with, but this is not the case. Go to your
next appointment armed with information, such as this
article or the Kidney Care UK leaflet on itching. Explain
how badly your itching affects your life, and ask if you
can try a treatment like gabapentin that is supported by
numerous clinical studies,” he concludes.

A second large study is testing intravenous difelikefalin
in HD patients outside the USA. An oral difelikefalin
tablet is also being tested to treat renal itching in
people with CKD.

“Kidney health professionals should routinely ask
about itching. If they do not, the problem will continue
to be overlooked, especially if patients think that there
is no treatment,” says Hugh.

Article by Sue Lyon:
Freelance Medical Writer &
Editor, London
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Advice on choosing and using
emollients: www.nhs.uk/
conditions/emollients/
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A kidney patient’s experience
of itching (https://vimeo.
com/49458473) and how
her symptoms improved with
gabapentin (https://vimeo.
com/49455976)

MO

Kidney Care UK’s leaflet on
itching and chronic kidney
disease: www.kidneycareuk.
org/about-kidney-health/livingkidney-disease/itching-andchronic-kidney-disease-ckd/
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World Kidney Day - 12 March 2020
World Kidney Day takes place every
March and is a fantastic opportunity
to raise awareness of kidney disease.
This is the 15th World Kidney Day where
activities take place across the globe
and this year the theme is around early
identification, prevention and equitable
access to care.
Kidney Care UK is part of the Kidney Charities Together
Group and together we work to ensure World Kidney
Day is a success in the UK every year. This group
comprises of Kidney Care UK, Kidney Research UK, the
National Kidney Federation, the PKD Charity, the British
Renal Society (BRS) and the Renal Association.

Kidney Day UK website www.worldkidneyday.co.uk
has events listings as well as downloadable campaign
materials – and even an interactive map so you can
share details of your event and encourage people to
come along to find out more about kidney disease and
how they can keep their kidneys healthy.

You can organise your own event and also highlight,
promote and share information on and around World
Kidney Day to help raise awareness amongst your family,
friends, colleagues and social networks. The World

This year we are also working with NHS Blood and
Transplant on hosting a Parliamentary reception,
inviting MPs to meet their constituents who have
kidney disease and who can talk to them about the
importance of organ donation. This will take place
shortly before World Kidney Day and will have
a focus on organ donation and transplantation
because the law is changing in the spring. When the
law changes we will then have an opt-out system for
organ donation in England (as they already do in Wales).
Scotland will be changing to this system too in the
Autumn. For more information about this event you can
look on the Kidney Care UK website
www.kidneycareuk.org
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Putting patient views first –
Kidney PREM 2019
By Paul Bristow, Acting Chief Executive, Kidney Care UK

Co-designed by a group of patients,
clinicians and academics, the Kidney
PREM is the annual survey that gives
kidney patients the chance to have a
say about their experience of kidney
care and help drive improvements in
local services.
What is the Kidney PREM?
Led by Kidney Care UK and the Renal Association,
the kidney patient-reported experience measure
(PREM) was piloted in England in 2016, with
responses collected from 8,000 people living with
kidney disease – more than anyone had expected.
Participation and coverage have continued to grow
and the survey is now collected UK wide. In 2019 the
number of response we received has doubled to
nearly 16,500 responses from 70 centres and 297
adult units.

Gaining valuable insights
A survey of this scale and type is unique because
it gives valuable insight into how a patient rates the
various aspects of their care—e.g. tests, scheduling
and planning or communication. But it is also leading
researchers to gain a greater understanding of the
other influences that affect a patient’s experience
of care.

delight this means it is being recognised and used
as an official tool to tackle the variations in the way
services are delivered across the NHS and promote
the sharing of best practice to positively impact
patient care.

Patient voice at the heart of service
improvement
The 2019 survey results published last month,
remind us that it is vital that patients and
clinicians work together as equals. Using patients’
own expertise and knowledge of their health is
instrumental in achieving real, person-centred care
and we are proud to be at the forefront of this. It is
only by working together and sharing best practice
that we can learn and make changes.
If you’ve never heard of or taken part in the Kidney
PREM then it’s important that you ask your unit or
health care team about it. The annual survey has
been running for four years now and almost all units
throughout the UK take part. Renal teams and units
should be proud that most patients rate their
care highly.
You can also look at the results yourselves and ask
at your unit if there is a PREM quality improvement
programme taking place, how that will be
communicated and if you can get involved.
Message from the editor
To view the latest PREM report just released,
go to www.kidneycareuk.org/prem-2019.
There is also an interactive data portal
available for patients and health professionals
to view the results for your unit. Go to www.
renalreg.org/datasets/prem-portal/ where
you can select the relevant year, centre and
satellite unit to see how they scored on each
of the Kidney PREM questions.

Establishing PREM as a tool for change
The data produced by the Kidney PREM are actively
being used as a tool to drive to change and quality
improvement. This is being used at a local level by
health care teams as well as on a national scale,
having been adopted by the NHS Getting it Right
First Time (GIRFT) programme and the Kidney
Quality Improvement Programme (KQuIP). To our

2019 National Findings

Patient Reported Experience of
Kidney Care in the UK
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16,469

Age

Gender

adult centres took part,
covering 297 units
across UK

kidney patients
completed the survey

56-74
43.7%

Female
(36.0%)
Male
(52.4%)

Centres

1,218
of these were
online

9

31-55
23.6%

5
5

51

Current Treatment

<30
3.1%

75+
26.8%

Unknown
2.7%

8 | Spring 2020
Areas of experience scoringIssue
highest
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The art of healing and wellbeing in
Northern Ireland
The Renal Arts Group (RAG) was formed in 2016 and was the brainchild of Dr Helen
Noble (Senior Nursing Lecturer, Queens University Belfast) after a chance meeting with
William Johnston (renal and transplanted patient, NI Advocacy Officer Kidney Care UK).
William informed Helen that he had written a series
of poems whilst on his 17 years of dialysis titled, ‘The
loss of hope can drive a person insane’. Dr Noble
immediately acknowledged the benefits that William
received from writing this poetry and called the poetry
‘gold-dust’ as it allowed renal clinicians and academics
direct insight into the daily challenges confronted by a
long-term dialysis patient.
End stage kidney disease is a demanding and
challenging condition often impacting on quality of
life and giving rise to symptoms such as anxiety and
depression. RAG was established after recognising
the difficulties faced by people on dialysis, associated
tedium and a hope that art could be used to facilitate
a more engaged experience, making use of personal
creative potential. RAG is a collaboration between

Ellen Walsh (Renal Staff Nurse, Renal Self-care Unit, Belfast),
Claire Carswell (PhD student, Queens University, Belfast),
Michael Matthews (Renal Nurse, Renal Research Fellow)

patients, carers, clinicians and artists. The RAG Arts
Administrator, Anna Wilson, is funded by Kidney Care UK.

“It was an evening of talent, fun,
laughter and emotion and an
opportunity at which any perceived
barriers between patients and
clinicians were non-existent”
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RAG organised the ‘Art of Health and Wellbeing’ on
Wednesday 6 November at the Sunflower Pub, Belfast,
to celebrate, acknowledge and highlight the benefits of
Renal Arts for patients, renal clinicians and academics.
It was an evening of talent, fun, laughter and emotion
and an opportunity at which any perceived barriers
between patients and clinicians were non-existent.
The evening began with a welcome by Professor
Peter Maxwell (Consultant Nephrologist) and led into
performances by:

• William Johnston (Renal patient, NI Advocacy Officer
Kidney Care UK) – ‘Dying to live: How I survived my
renal journey’, with photographic timeline.

• Claire Carswell (registered Mental Health Nurse,
PHD student) – ‘Creating Art on dialysis’ – a display
of paintings by Antrim renal unit dialysis patients –
PhD Research Arts based intervention.

• William Johnston and Ian Walsh (Consultant Surgeon
and Senior Lecturer, Queens University Belfast) –
‘The Gift’ – a musical acknowledgement of the ‘gift of
life’ given by deceased-donor Lindsey Waller and the
courage and bravery of the Waller family.

• Dr Helen Noble (Senior Renal Nursing Lecturer,
Queens University Belfast) – Poetry reading.

• Shaun Greene (renal and transplanted patient) –
Photographer and personal narrative.

• Claire Carswell (PHD Student, Queens University
Belfast) – Monologue from ‘4.48 Psychosis’ by
Sarah Kane.

• Ragbone Blues rock band – Mr Ian Walsh
(Consultant Surgeon and senior lecturer QUB),
Alistair McKenzie (Renal Social Worker, Ulster Renal
Unit), Lynn McMullen (Audio producer).
An amazing evening was enjoyed by all who attended
and was complemented by the provision of freshly
baked pizza at regular intervals funded by the Northern
Ireland Kidney Patients Association.
The evening was a tremendous success and achieved
its goal of being a celebration of the renal arts in
Northern Ireland.

• Deborah Duval (Managing Editor, Kidney Care UK)
– Kidney Care UK supporting renal arts in Northern
Ireland and a patient’s letter to Kidney Matters.

William Jo
hnston (re
nal patien
Northern
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Ireland Ad
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The Ragbone Blues Band - left to right.
Alistair McKenzie (Renal Social Worker,
Ulster Renal Unit),
Lyn McMullen (Audio Visual Producer),
Ian Walsh (Consultant Surgeon and Senior
Lecturer, Queens University, Belfast)
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Taking it easy in Cornwall
By Meeta Madhani

Life as a kidney patient, especially as
one who has been on dialysis for over
twenty years, has been challenging and
sometimes very difficult. However,
this has never stopped me from living
a happy and fulfilling life, and I’m
especially proud of my long career
working for the NHS.
I did have to retire far earlier than I had planned due to
worsening health. But as things turned out this reluctant
decision has been the best one I have ever made as my
quality of life is now dramatically improved.
I have enjoyed many wonderful holidays, both here
and abroad, and earlier this year jumped at the chance
to go to Cornwall to visit close friends after they had
relocated there. When they invited me, I began to think
about how I would organise my dialysis for my ‘week
off’ in September.
Thankfully, Renal Services Ltd UK were on hand to help
with absolutely everything. A few months earlier, I got
in touch with a lovely lady called Ana at Renal Services
UK, who is absolutely lovely, really helpful and so
efficient. Ana took a few details including my planned
holiday dates and said she would liaise with my home
unit in Hamilton, Leicester, and do the rest of the
planning for me. Ana called me back and said that the
nearest unit to my friends’ home was in Holsworthy,
about half an hour’s drive over the border in Devon.
My wonderful friends kindly drove me to the unit and
collected me every day and I can honestly say that my
experience there was absolutely fantastic.
I received a very warm and welcoming letter from Sue
Beer, Clinic Manager at the Holsworthy unit, detailing
what she needed from me by way of patient and
medical information. All I had to bring with me were
my Epoetin (EPO) injections, my dialysers - and my
trusty warm blanket as I really do feel the cold! They
served tea and biscuits at each of my dialysis sessions,
which was very much appreciated. Sue, Ian and
Stella greeted me at each session with a huge, warm
welcome and nothing was too much trouble.
The unit itself is run by Renal Care Services UK. Like
‘the Tardis’ it looks really small from the outside, but
inside it is very spacious. I had the lovely Sue looking
after me as well as Stella the nurse, and the lively Ian at
the last session. All the staff are so welcoming, really
kind, and it was obvious to me that they really do care
about the people they look after. They are passionate
about their jobs and want each person to have the
best possible experience and outcome. For them,

kidneycareuk.org

each person is just that… a person, with their own life
story, hopes, aspirations and experiences, who just
happens to need dialysis, and not just someone on a
dialysis conveyor belt.
Away from dialysis, I got to explore nearby Bude beach,
with its beautiful scenery and very addictive shops,
including the unique Wildewood store and a crystal shop
nearby. We enjoyed shopping in Launceston centre
and we also went on the Launceston steam railway
which took us to an amazing farm café where we fed the
gorgeous peacocks, chickens, rabbits, roosters and the
goat. The whole week was intended for relaxation and
rest after a very busy year, and I felt extremely refreshed
and relaxed as the week drew to a close.

“For them, each person is just
that… a person, with their own
life story, hopes, aspirations
and experiences, who just
happens to need dialysis, and
not just someone on a dialysis
conveyor belt ”
There is plenty to do and see in Cornwall, if you want
an action-packed holiday or simply a rest away from
city life. The scenery is breathtaking, the air is pure
and clean, the people are friendly and the whole
atmosphere there is very calming. For me, it was about
getting away, spending quality time with my friends,
and having a much-needed rest. The whole experience
has been wonderful and I will be sure to visit Cornwall
again. A huge thanks to my amazing friends Claire and
Freyja for inviting me. I will definitely be back!
Very special thanks go to Sandy Lines, Patient Support
and Advocacy Officer at Kidney Care UK, whom I
have had the pleasure of knowing for many years and
who has always advised and encouraged me to never
give up. A huge thank you to the lovely Ana Jorge,
Administrator at Renal Services UK, for her relentless
persistence in trying to accommodate my holiday
dialysis. My utmost sincerity and respect also to Dr
James Medcalf for his ongoing care, kindness and
support whenever I need it, and finally, the wonderful
nursing and support staff at Hamilton Renal Unit who
work tirelessly to keep us all alive!

Photograph (and front cover) by Stuart James www.stuartjamesphoto.co.uk
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Meeta Madhani

Harry and Sarah
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Kidney failure
and my mam
By Harry, aged 14
Kidney failure is a condition many people
are unaware of. It is a condition I have had
to become very aware of over the past few
years. My mam was diagnosed with kidney
reflux disease at age five, which later on in life
developed into kidney failure.
She has now been in kidney failure for six years.
Knowing that my own mam goes through the
struggles of being exhausted every day and
having to constantly worry about what she
eats and how much she drinks and sitting there
for three hours a day, four days a week makes
me feel guilty. It makes me feel guilty that it’s
happening to her - one of the sweetest, most
loving human beings on the earth.
However, it’s the situation she has been put in.
So even though it’s not exactly ideal it gives me
a sense of comfort that she is able to dialyse in
the comfort of her own home surrounded by the
people she loves.
I feel like she does a lot better now that she’s at
home. She’s a lot more confident in herself and
she’s back to being that fun, energetic mother
and friend that she has always been, but went
to sleep when life didn’t look up for her. Kidney
failure will never be her biggest weakness. It is
and will always be her biggest strength.

Ho ho ho!
Who knew that Father Christmas is a
kidney patient? Well, here he is taking four
hours out of his world-wide Christmas
present delivery on Christmas Eve, on
dialysis at the Queen Elizabeth Hospital
Dialysis Center. For the other 364 days of
the year we know him as Richard Butcher.
kidneycareuk.org

Photograph by Ed Singleton, Royal Liverpool University Hospital
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Ready, Steady, GOLD
After competing in the British Transplant Games for six years and winning a staggering
five gold and one bronze medal in ten-pin bowling for the Nottingham Transplant Team,
I now compete in ten-pin bowling competitions on the international stage at the World
Transplant Games. So far, I have won a gold medal in the singles competition and a
bronze in the pairs. This is something I never thought I would be able to do. For me it
was never about winning the medals, it was about achieving a personal best and raising
awareness of the importance of organ donation. I’ve been the face of the Nottingham
campaign for over two years now.
The World Transplant Games have been amazing; they are life changing. Listening
to other competitors from all over the world and sharing incredible stories is quite
something, especially since we all have one thing in common - a life-saving transplant.
Making new friends for life has been a big boost in helping me build on my low confidence
and low self-esteem. Another highlight of mine was meeting one of my heroes from
Manchester United football club, Andy Cole, who has also had a kidney transplant.
I’ve received three transplants and undergone over thirty operations and treatments like
dialysis in my life. This has left me with mental issues like depression and anxiety. Going
to the Games was a struggle but I made it with the help of incredible support from my
family, my boyfriend Mike, and my GB Games family who have helped me so much.
My goal is to be well enough to make the 2021 World Transplant Games in Houston,
Texas, and to continue volunteering in my renal unit at Nottingham University Hospital.
I would like to thank everyone at Kidney Care UK for helping me achieve all of this. You
have helped my family and me so much over the years. The funding you have given me
allowed me to compete in the World Games, which has made my life so much easier and
helped me to make the most out of what could have been a really terrible life situation.

Diana Ready

Thank you!

A gift in your Will helps us be there for kidney
patients today and into the future
A third of our charitable activity is paid for by legacy gifts. Without them we simply
wouldn’t be able to support as many people with kidney disease as we do.
If you’d like further information on leaving a gift to Kidney Care UK, call us on 01420 594 964

Every gift makes a difference
Issue 8 | Spring 2020

34

Get involved!
Following family footsteps
In September 2019, Sharen Dyal and 30 of her family and friends
took on the Thames Bridges Trek to raise money for Kidney Care
UK in memory of Sharen’s father Sukhbir Bassra. In all, three
generations of the family took part and the intrepid group all walked
25km together and managed to raise a huge £11,000 for the charty.
Sharen tells us “Dad had kidney disease from the age of 23 until
he died aged 62. In that time he had multiple transplants and
suffered a number of complications, but yet he always remained
positive. It was his grandchildren who kept him feeling better. He
always said that they were the lights in his life. And because of
this, we wanted to walk in his memory. We had a great day and all
completed it despite various illnesses and injuries. We are all very
happy; It was an emotional day but we did Dad proud.”
Sharen’s determination to honour her father’s memory brought
her family together and it just goes to show that you don’t have to
take on a trek or challenge on your own. Getting your family and
friends together to join you in your challenge can be even more
rewarding. If you’ve been inspired to take on a challenge in
honour of a loved one, we’d love to welcome you (and maybe
your family too) on one of our treks. We have plenty of options to
suit all dates, locations and abilities. See the list to the right or
find more online - www.kidneycareuk.org/events/treks

Become a #KidneyWarrior
Take on a challenge event in 2020
www.kidneycareuk.org/events
kidneycareuk.org
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Looking ahead
Join our team of Kidney Warriors taking
on a challenge in support of Kidney
Care UK. You can choose to join our
teams at any of the events listed below,
or select your own challenge. Every
Kidney Warrior will get our full support,
but most importantly you’ll know that
your efforts are helping ensure no one
faces kidney disease alone.

Join us at

A big thank you to
All those who supported our appeal to ensure children have
the chance to be children
Bobby Martin and Nicki Hill who have now raised more than
£20,000 for the charity over the last three years
The 1,100 supporters who spent more than £25,000
buying items from our 2019 Christmas Collection
Ronnie Kendrick for organising another race night and
raising more than £1,000

Bath Half Marathon
15 March

Everyone who shopped via Amazon Smile in the lead up
to Christmas

Lake District Challenge
13 June - Join us at the first ever
Lake District Challenge where
you can walk, jog or run 25, 50
or 100 km around beautiful Lake
Windermere.

Our skydiving granny Sandra Robinson who raised more
than £10,000 in memory of her Jim

There are also 10 other
Ultra Challenges happening
throughout the UK this year,
including:

Amanda Childs who raised £1,200 through an auction
and human bingo at her 25th Wedding Anniversary
celebrations
Everyone who sent stamps to us over Christmas. Each
kilo of used stamps generates £20

Jurassic Coast Challenge
16 May
London to Brighton
23 May
Cotswold Way Challenge
27 June
Thames Path Challenge
12 September
Check out all our walks and treks
at www.kidneycareuk.org/
events/treks

Get in touch
w:
t:
e:

www.kidneycareuk.org/get-involved
01420 594 943
fundraising@kidneycareuk.org
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Cruising, sightseeing and
peritoneal dialysis aboard the
Celebrity Constellation
By Lynne Cure
When we found out that my husband David was going
to need dialysis, one of the first questions we asked
was whether we would still be able to travel. Having
visited over 50 countries already we wanted to be
sure the small matter of dialysis would not impede our
future travel plans.

With our luggage full of medical paraphernalia connecting shields, minicaps, dressings - and all the
other extras we needed, we passed happily through
customs with the official letter from the hospital
explaining what medical supplies we were carrying
unopened in our bag.

After discussions with the Guy’s renal team David
opted to have peritoneal dialysis (PD), which we
thought would be more flexible on holiday. Six months
after his first night of dialysis, we were boarding a
plane headed for Barcelona, about to embark on
a nine-night Mediterranean cruise. We left the PD
machine at home as sometimes they don’t like the
movement on ships, and opted for manual dialysis
(CAPD) while away on our cruise.

Once on board, I headed straight to the guest relations
desk to confirm that our dialysis fluid had arrived on
board - if not we at least had five hours until we sailed
to chase it up! The lady behind the desk confirmed
that it had all arrived safely ahead of us. “I know it’s
all on board as I signed for it myself and that’s a lot of
heavy boxes!” she exclaimed.
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“This was just the start of the
amazing service we received
from the crew of the ‘Celebrity
Constellation’ who couldn’t
have been more helpful and
understanding”
The crew were happy to store it away somewhere
safe for us. We were to ring through every time we
wanted more supplies and they would bring them to
our cabin for us. This was just the start of the amazing
service we received from the crew of the ‘Celebrity
Constellation’ who couldn’t have been more helpful
and understanding. Our cabin attendant provided
us with red clinical waste sacks, which he happily
removed from the cabin each day. When we needed
more boxes of fluid we simply phoned and a cheerful
attendant arrived within minutes with the correct fluid
- we had three types on board and the right one was
delivered every time.

A very useful glass coffee table in the cabin meant it
was relatively easy to sterilise a surface for dialysis
preparation, and not having to store all the fluid in the
cabin meant we had plenty of space and could move
around freely. We timed the fluid exchanges according
to our daily sightseeing programme. On the one day,
we embarked on a long tour to see the Leaning Tower
of Pisa - which has been on my bucket list for a long
time - we missed an exchange, with no ill effects at all
One day when I approached the guest relations desk
one of the attendants became very interested in what
we were doing. It transpired that his grandmother was
on haemodialysis and he was fascinated by the way my
husband dialysed with no machine and just a tube in
his tummy.
Nine days later, having tired ourselves out visiting
eight European destinations from Nice to Rome and
Naples to Montenegro in a heatwave, we disembarked
in Venice, blown away by how easy the trip had proved
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and how helpful and understanding the staff on the
ship had been. Of course, thanks must go to Vanessa
Sleight and Lynn Passey from the excellent Guy’s renal
team, who liaised with Baxter to make sure the correct
supplies were ordered and arrived safely on board.

While we were on board we booked our next cruise. So,
Vanessa and Lynn, if you could repeat the process and
make sure everything is shipshape for when we sail
out of Florida for eleven days in the spring, that would
be very helpful indeed! Nothing is going to stop us
continuing to travel the world now.
At Casa Milá

sponsored by

kidneycareuk.org

Sign up for
your free
copy
Whether you are a kidney patient,
friend, family member or health
professional Kidney Matters is
your magazine.

Applying for a Kidney Care
UK grant
If you or someone in your family is a kidney patient,
Kidney Care UK may be able to help you with a grant if
you are struggling to make ends meet.
The application process is simple and speedy.
For more information go to:
www.kidneycareuk.org/financial-support or, call us
on 01420 541424

Geraldine’s Story

Packed full of useful hints and tips on how to keep
well, eat tasty food and enjoy holidays, Kidney
Matters is here to support you through tough
times, direct you to trusted information and keep
you up-to-date on what is going on in our world.
We are happy to send you your own free-ofcharge, quarterly copy to your address.

We were contacted by Geraldine earlier this year.
Geraldine is a kidney patient and was having difficulty
getting up the stairs in her house because she was
so exhausted after dialysis. A Kidney Care UK grant
towards the cost of a stair lift has made a huge
difference to Geraldine’s quality of life and she wrote
to say thank you.

There are four ways to order your own
copy of Kidney Matters.

Dear Kidney Care UK

1. Detach, complete and send back the tear-off
strip attached to this page.
2. Phone us on 01420 541424.
3. Email info@kidneycareuk.org with your name,
address, post code and request Kidney
Matters.

I have now had my stair lift for a week. I cannot
describe what a difference this has made to me. I
used to dread having to go upstairs and when I did I
would feel exhausted. Now, thanks to you, I can go up
whenever I want with no effort at all.
Unless you have renal problems or on dialysis as I am,
you would not know how difficult life can be.

4. Go to www.kidneycareuk.org/sign-up and join
our mailing list.

My stair lift has really improved my life so much and I
am so very grateful to your charity for your generous
contribution.

If at any time you want to update your
marketing preferences or unsubscribe
please contact us by phone or email
or write to us at Kidney Care UK, 3 The
Windmills, St Mary’s Close, Turk Street,
Alton, GU34 1EF.

I shall not forget your kindness.

If you are a UK dialysis, transplant or renal unit,
you can order either 30 or 100 copies of Kidney
Matters magazines for patients and we will pay
the postage. To order for your unit please phone
or email us with address, contact details and
quantity required.
Kidney Care UK will treat your details in confidence
and in accordance with current data protection
laws. For further information on how your data is
used and stored visit:
www.kidneycareuk.org/privacy

With kind regards
Geraldine

Be a Kidney Warrior
take on a challenge event in 2020

Find out more and sign up:
01420 594943
www.kidneycareuk.org/events2020
fundraising@kidneycareuk.org
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