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Welcome to 
Kidney Matters

Coronavirus (COVID-19)  
update from Paul Bristow,  
Chief Executive
Hello

A lot has changed since the last edition of Kidney 
Matters, and we find ourselves living through turbulent 
times. Patients and their families are naturally 
concerned about the impacts of Coronavirus on 
their health and wellbeing.  Here at Kidney Care UK 
everyone is working as hard as they can to provide the 
advice and support that patients need. 

It’s hard to know what the landscape will look like by 
the time you’re reading this message. Because of this 
we’ve not included specific advice about Coronavirus 
in this edition of Kidney Matters and are asking for 
people to instead refer to our website  
(www.kidneycareuk.org/coronavirus) where we are 
updating advice as it is received here.

These are unchartered waters, and we’re all learning 
how to navigate them together. What I have learned 
in my time at Kidney Care UK, is that when things are 
difficult the whole kidney community pulls together to 
support each other. At Kidney Care UK, we will do our 
bit to make sure no one feels alone.

Please look after yourself and stay safe.

Paul Bristow, 
Chief Executive, Kidney Care UK

Welcome to the summer issue of Kidney Matters.

We are all affected by recent events and apart 
from doing everything in our power to keep safe 
(and sane) in the coming weeks, many of the major 
events in our kidney-world calendar have been 
postponed. So, for a while we have to get used to a 
new norm, ‘social-isolation’. An unnatural state for 
those of us who like company, that’s for sure. Here’s 
to a massive hug-athon later in the year!

If you’re one of the wonderful NHS staff or support 
workers looking after us, thank you, from the bottom 
of our heart.

We here in the Kidney Matters team don’t have a 
magic wand to make it all disappear, but what we can 
do is bring a little joy into your day by sharing some 
of the great contributions you have sent in to us. 
We hope you love our front-page star, ‘Marilyn’ (aka 
Brian Bennet). We also offer some hints on how to 
keep busy through extended periods at home, look 
at the place of weight in chronic kidney disease, and 
bake up a tasty treat in the Kidney Kitchen.

Whatever your personal circumstances, keep well, 
remain positive, get in touch if you need our help 
and know that YOU are part of this big kidney-patient 
family of ours. We’re all in this together.

 

Take care

Deborah Duval
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Keeping it together – while 
staying apart
As patients, we’re used to following rules. So we, more than most people, understand 
the consequences of ignoring good medical advice. Perhaps this knowledge sets us 
up to better manage our lives while we weather the Coronavirus storm.  

What are the things we need to consider to ensure we 
maintain good mental health as well as good physical 
health? And, as our day-to-day life changes is it 
possible that we might even discover hidden talents in 
the weeks ahead? 

Mental health
Isolation, even if it is just the time between unit dialysis 
sessions, will affect us all differently. What can we do to 
help keep ourselves mentally well during long periods 
spent at home? Dee Durham, one of our Kidney Care 
UK counsellors, explains.

“Having a routine for the day will help to keep us 
focused. The activities you chose are going to be 
specific to you, but try to include something practical, 
a hobby or a chore, something physical or something 
relaxing, perhaps mindfulness meditation or a hot bath.

It may also help to set yourself a goal for the day. 
This can be anything from writing that thank you 
letter to great aunt Alice to tidying up your wardrobe 
(remembering to declutter as you go). Also look into 
what local community activities require remote 
volunteers, maybe there’s a care home near to you 
asking for letters or drawings from children whose 
schools have been closed. 

And don’t forget to reward yourself, even if it’s just a half 
an hour of ‘you time’, without the kids or watching your 
favourite show on TV. It’s really important to find that 
balance between structured routine and ‘down time’.

You could also try something as simple as writing a 
diary. This is an unprecedented situation and I am sure 
our descendants will want to know how we coped. 
Everyone has become so reliant on texts and emails, 
so ask yourself if there’s someone you know who would 
appreciate hearing your voice and sharing their news. 
It’s important to speak to someone every day. 

Finally, remember to get dressed every morning. It will 
give you a sense of purpose as you tackle your routine 
for the day.“

Exercise
It is also important to ensure you remain physically 
well. The old saying ‘use it or lose it’ has never been 
truer. For those brave enough, try a fitness DVD, join 

one of the many online or television fitness sessions 
that are being aired now and have been specially 
adapted to be done in front of the TV. If you are not 
up to leaping around your living room, start gently with 
some leg and arm exercises from your chair. 

And if you’re still permitted to leave the house, try to 
walk for half an hour every day, even if this is around 
your own garden. Not only will this ensure you maintain 
a good level of physical fitness, but exercise and a dose 
of fresh air will help you sleep more soundly at night.

Time to take up a hobby
If you’ve ever thought of trying a new hobby, but 
never had the time - Well, you’ve got plenty of time 
now! There are so many ways to distract ourselves 
through long periods in our homes and gardens. We 
already know that some of our readers are exploring 
hidden artistic talents and have taken to the water-
colours and coloured pencils and started to create 
some great pictures (see right for one you might like to 
download and try). 

For those who like to sew, knit or work with wood, 
perhaps now is the time to take on a project that always 
seemed too big for the odd few minutes you have 
spare during a busy day. You DO have the time now. For 
the gardeners amongst us, we’ve now got the time to 
potter in our potting shed and start the transformation 
of our garden. 
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And for the budding chefs, now really is the time to 
perform in the kitchen along with Chef Ripley. We 
have lots of great video demonstrations and delicious 
recipes for you on the Kidney Kitchen website. 
Let’s start these projects together. Take photos of your 
completed projects and Kidney Kitchen dishes, and we 
will print a selection in a future issue of Kidney Matters!

“If you’ve ever thought of trying 
a new hobby, but never had the 
time - Well , you’ve got plenty 
of time now!“

For some fun recipes go to the Kidney Kitchen at www.kidneykitchen.org 

To download our colouring picture go to: www.kidneycareuk.org/colouring

Check out our brain teasers on page 38

Don’t forget to share your pictures with us all on social media especially Facebook

LEARN M
O

R
E

Message from the editor 
Please note - the information in this article 
was correct at time of going to print.  But 
things move very fast and by the time you 
are reading this, advice about self-isolation 
and social distancing may well have 
changed.  Keep up to date with the latest 
advice on how the Coronavirus will affect 
us, and how to keep safe, go to:  
www.kidneycareuk.org/coronavirus
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In terms of weight and body shape, there are two main 
practical considerations we have to make as surgeons 
when we are assessing a person’s suitability for a kidney 
transplant. As technology develops and more surgery 
using robots is carried out, this may well change, but 
currently we need to ask ourselves two questions:

• Can we place adequate separation or retraction1 
to expose the iliac vessels (the blood vessels at the 
top of the leg) and bladder? 

• Can we safely access the iliac vessels to place 
clamps to control them? 

Getting a good view of that iliac vessel
The transplanted kidney’s (or graft’s) artery needs to 
be joined together (anastomosed2) to the external iliac 
artery and vein in the recipient. The iliac vessels lie just 

on top of the muscles of the back of the abdominal 
cavity. The small and large intenstines lie in front of 
them. In order to access the iliac vessels, a cut or 
incision is made through the front of the abdomen.  If 
a potential recipient carries a lot of weight around their 
abdomen the distance to their iliac vessels is greater 
and this makes the vessels more difficult to access. 

Surgical safety rules!
We need to keep you safe. During surgery, we need to 
ensure that the placement of the retractors we need 
to use does not compromise other organ systems.  
Whenever we put retractors into your body, they 
increase the pressure on the respiratory system and 
this impacts upon your ability to breathe and get 
enough oxygen during an operation. The key is we 
must be able to anaesthetise you safely.

   FEATURE INTERV
IE

WIt’s a weighting game. 
Why size matters in chronic 
kidney disease
Should carrying a few extra kilos on the hips or around the waist have any bearing 
on our suitability for transplantation? Kidney Matters asked Karen Stevenson, 
a Consultant Renal Surgeon in Glasgow, if a patient’s weight influences her 
decision to perform transplant surgery.

Karen Stevenson, Consultant Renal Surgeon, Greater Glasgow and Clyde  
NHS Trust

kidneycareuk.org
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So, does a high BMI number really matter?
Although units vary, we don’t use a maximum body 
mass index (BMI) number to determine whether you are 
a suitable candidate for kidney transplantation. For us, 
it is more about the distribution of your weight and its 
impact on how safely we can perform the transplant.

You can have very different fat and body shape 
distributions. The most difficult to transplant is the 
patient with a significant abdominal girth, or the 
‘apple shape’.

We are far less bothered by a significant BMI number 
than we are by a very apple-shaped person over, say, 
a ‘pear-shaped’ person, who may be large at the top 
or bottom but who does not carry the majority of their 
weight around their waist.

So, for us it’s not about the BMI numbers, it’s about 
your weight distribution and how safely we can 
anaesthetise you and perform the necessary blood 
vessel anastomoses. 

There are other weight-related considerations. Being 
overweight in the period immediately post-transplant 
can make diabetes difficult to manage. We also know 
that re-admissions to hospital and wound complications 
are significantly higher in patients who have a BMI 
over 35. There is also some evidence that a high BMI 

is associated with early graft loss. So, if you have a BMI 
over 35 we would encourage you to consider these 
additional risk factors. But we would still be talking!

Getting the right dietary advice
Accessing the right weight-loss dietary advice is 
not always easy for kidney patients. There is plenty 
of generic advice out there. But very little of this is 
suitable for kidney patients who are not able to eat 
many of the foods recommended in these diets, 
mainly due to their potassium or phosphate content. 

Good access to NHS weight management advice is 
also variable across the UK, as is access to weight 
loss or bariatric surgery3. Bariatric teams are often 
involved in the management of diabetes to try to 
regress the disease, but are not yet involved in large 
numbers in the management of people with kidney 
disease. This is an area we are starting to look at.

It’s a balancing act
A high BMI should really be used as an indicator of 
higher risks associated with transplant surgery. But 
these risks must also be balanced against the risk of 
not getting a transplant and remaining on dialysis.  
To find out your healthy weight go to:
www.nhs.uk/live-well/healthy-weight/

Explanation of terms

1. A retractor is a surgical instrument used to separate the 
edges of a surgical incision or cut so that body parts (or 
veins) under the incision may be accessed.

2. Anastomosis (plural, anastomoses) is a connection or 
opening between two things that are normally separate, 
such as between blood vessels and the transplanted 
kidney.

3. Bariatric surgery, such as gastric bypass, gastric 
sleeve, and laparoscopic adjustable gastric banding, 
work by changing the layout of your gastrointestinal 
tract (stomach and digestive system).
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I was born in 1959 weighing 2.72 kg (6lb 7oz).Throughout my childhood I 
never went hungry and had a mum who cooked lovely things like sausages 
and mash, egg and chips, and of course, roast Sunday dinners.

I would describe myself then as a plump child, who was made fun of for 
being fat throughout my school years. I felt so conscious of my weight that I 
dreaded going to swimming lessons or having to shower after attempting to 
do ‘sports’.

I realise now that when I was sad I would eat and then the sadness would 
leave me for a little while. That process carried on right up to recent times. 
When I was first diagnosed with chronic kidney disease (CKD) in the 90s my 
consultant mentioned something about watching my weight, and I of course 
responded, yes I would. Over time my kidney function decreased and my 
weight increased. 

The wake-up call
By the time my eGFR was in single figures, weight loss would do little to 
help me.  So I began dialysis to keep me alive. My weight made it really 
uncomfortable sitting for four hours, even the bariatric chairs for the big 
people were no better. 

I have a letter from my consultant dated 5 July 2016, sent after a biopsy, in 
which he says, “I don’t think there are any reversible findings here and he 
will progress to end stage renal failure in the next 12 months or more…. His 
weight is now 137kg (21st 8lb) and I have suggested he needs to lose 22kg 
(3st 7lb) before we can discuss a transplant.”

I had a fistula made in July that same year and ended up on dialysis on 
26 December.  All of the stuff surrounding dialysis overtook my weight 
worries.  Indeed, I probably ate more to compensate for all the new 
feelings and fears.

Each time I saw my consultant he mentioned my weight and each 
time I said I would try to lose some. Over my lifetime I have tried the 
Cabbage Soup Diet, Atkins, counting ‘syns’.... but was too embarrassed 
to go to Weight Watchers. I had some success through the NHS Weight 
Management Service and lost weight, but decided I didn’t want surgery to 
lose weight because ‘I have willpower!!’

I finally accepted the fact that I needed proper help once again and 
approached my GP who referred me back to NHS Weight Management. I 
was accepted on to the programme. 

I live in Devon and received amazing support from Livewell Southwest. They 
provided me with tools to help me understand my eating habits and gave 
me the opportunity to do exercises that didn’t make me feel awkward and 

Now you see me…  
Now you see less of me
Choosing to lose a few kilos and making the decision 
to change your whole attitude to food in order to 
lose a great deal of weight, are two entirely different 
prospects. Here, Keith Bucknall describes his life-long 
relationship with food and his decision to commit to 
an NHS weight-loss plan in order to be considered fit 
enough for a transplant.

   FEATURE INTERV
IE

W

Me and my old trousers

                                              C O N T I N
U

E
D
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were set at a pace I could realistically manage. The 
regular meetings were filled with good eating tips and 
time to share stories with others in the group. The best 
bit was that we were all in the same boat so there was 
no judgement or ‘fat shaming’.

The range of support began with an induction session 
where I met a specialist weight management nurse. 
The whole team is made up of nurses, dietitians, 
physiotherapists, clinical psychologist and a 
consultant who was the weight-loss surgeon. All areas 
were covered and after each meeting I went away 
feeling empowered to get the weight off and, more 
importantly, began to feel the health benefits of being 
part of this programme. I became expert at reading 
food labels, and also became ‘portion aware’. I had 
eaten such big plates of food that the re-education 
was so important. After my surgery, all that I had gone 
through in preparation made complete sense and I still 
have support from the whole team.

Taking responsibility
The programme is intense and needs your 
commitment.  They understand you will have ups and 
downs, but they allow a self-understanding of why you 
eat and how you eat. Mindfulness is used to encourage 
you to enjoy food and to slow down eating (although I 
still find that really hard). You are regularly weighed and 
are given tools to manage eating.  All of it is designed to 
get YOU to take responsibility and prepare for a total 
change in eating habits. I competed the course and 
was offered surgery to permanently reduce the size of 
my stomach.  This is not something you do lightly and 
they have you talk to psychologists and people who 
have been through the procedure. My surgery took 
place on 16 November 2017. 

A letter from my consultant dated 8 May 2018 said, 
‘Keith has lost approximately 35kg (5st 7lb) following 
bariatric surgery and has never felt better. His blood 
pressure has fallen to 115/57 and I have suggested he 
stops his amlodipine. Keith is due to see the surgeons 
in the Transplant Assessment Unit tomorrow”. 

How am I now? Well, I was added to the transplant 
waiting list on 18 June 2018 at 11:30. My current dry 
weight is around 90kg (14st). I am now bony and find 
plastic chairs very hard on my bottom. I once wore 53 
inch trousers, now I wear a 38 inch.  I once had a chest 
measurement of 52 inches, now I measure 42 inches 
(or maybe smaller - I am told former fat people still see 
themselves as fat). 

And a final serious message… if I had not lost the 
weight I don’t think I would be here today. Thanks 
always to the whole NHS team that keeps me going.

Article by Keith Bucknall 
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Diary of a Kidney 
Warrior: do or die
My renal consultant told me I was six months away 
from dialysis.  My immediate response to this was, “Oh 
no, I’m not.” I was defiant and I wasn’t going accept 
this as my fate. He then told me that my BMI was too 
high for me to be placed on the transplant list and I sat 
there and thought, “God forbid I ever do need one; I’m 
too overweight to even be given the chance.”

I left my appointment and experienced all sorts of 
emotions: anger, fear, dread and then despair. I went 
to see my health coach and she said something that 
transformed my thinking, “You have to choose to live.” 

I sat there and repeated the words, “I choose to live,” 
over and over again until my spirit was recharged and 
the defiance came back. I was determined that the 
weight that stood in the way of my options had to go, and 
I would fight to get myself as healthy as I could be. The 
reality for me was that I couldn’t afford to do nothing. I 
had to do everything in my power to combat dialysis and 
fight for my own life.  It was literally ‘do or die’.

I started slowly by exercising once a week and started 
sharing my weight loss journey online and encouraging 
others to train too. I started to eat healthier foods and 
began to think that everything I ate could either take 

me towards, or away from my goals. It was worth all of 
the sacrifice. I slowly built up to training four times a 
week and over the Christmas period I completed my 
first 10-day challenge, where I exercised 10 times in 10 
days. I have lost nearly 13kg (2st) so far... and I’m not on 
dialysis! 

Why not join me on my journey? 

Read my Blog at:

https://www.kidneycareuk.org/kidney-warrior-
journey
or follow me at:
Instagram: @diaryofakidneywarrior
Facebook: www.facebook.com/diaryofakidneywarrior
Twitter: @diaryofakidneyw

                                              C O N T I N
U

E
D

  

“I was determined that the 
weight that stood in the way 
of my options had to go, and 
I would fight to get myself as 
healthy as I could be“

Article by Dee Moore
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Survivors: Life Unfiltered - Chronic 
Kidney Disease exhibition

Survivors: Life Unfiltered is a creative project between 
Richard Booth, award-winning photographer and 
Creative Director, and Maddy Warren aka ‘Queen of 
Dialysis’, long-term dialysis patient and advocate. 
They both share a passion to raise awareness of how 
learning to live with chronic kidney disease (CKD) and 
experiencing life-saving dialysis or a transplant, can 
change a person’s world forever. The stories of survival 
are powerful, devastating and life affirming; yet they 
remain relatively hidden from the public eye where 
awareness and understanding are still low. 

Over 35 individual people and families, aged from 
two to 78, have been filmed, photographed and 
interviewed for the exhibition. Images and films 
graphically illustrate the diversity of those affected 
by kidney disease, and shines a light on many of the 
challenges we all encounter, by contrasting the face, 
the ‘us’ we portray to the outside, with some of the 
realities of this often invisible condition. The exhibition 
hopes to travel around the UK in the future and will 
be showcasing at a venue near you. Take a look at the 
website for details of dates and venues. 

The Andrews Family

Tara Bashford

Fez Awan

Richard and Maddy are grateful to their sponsors: Quanta 
Dialysis Technologies, Kidney Research UK and Kidney Care UK.

All images and text copyright © Richard Booth 2020

For further information on this 
exhibition, go to:

www.survivorslifeunfiltered.co.uk

Instagram:  @survivorslifeunfiltered

Facebook page:  
Survivors Life Unfiltered - kidney 
disease exhibition

LEARN M
O

R
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“The stories of survival are 
powerful , devastating and life 
affirming; yet they remain 
relatively hidden from the public 
eye where awareness and under-
standing are still low“
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Life, loves, cross-dressing,  
and fishing on the Avon
We know there are some great characters amongst us, and that we all choose to tackle 
the massive footprint chronic kidney disease (CKD) leaves on our lives, in our own 
way. But rarely do we receive a letter quite as colourful and entertaining as the one we 
received from Brian Bennet, aka ‘Marilyn’, on his gutsy approach to life.

I’ve made some cracking decisions in my life. One of 
these was deciding to buy myself out of a successful 
army career whilst feeling less than 100%.  A couple of 
months down the road there I was facing the diagnosis 
of CKD. Bye-bye medical discharge on full pension!

Four weeks after the operation to remove my kidney, I 
had an appointment with my renal consultant who told 
me that my other kidney was also not working well.  He 
said, “You’ll be lucky to live to see your 60th birthday.”

I write this piece at the proud age of 66. I have been on 
dialysis for 23 years now. 

I have had many serious health scares over the years: 
six mini strokes, sepsis twice, over 20 stents in my 
heart, and two failed transplants. I have had more 
operations and procedures than Katy Price! 

I fell in love with Diane, my now wife of 40 years, on the 
day I first saw her. We have been lucky enough to have 
had two children, Stephanie and Shaun, and we have 
also been blessed with two gorgeous granddaughters, 
Clementine and Beatrice, who are my world.

When my first transplant failed, I was in a very dark 
place and thought seriously about giving up on dialysis 
and letting nature take its course.  It was at this time 
that I decided to write a children’s book called ‘A Walk 
with Granddad’. I wanted to let any grandchildren who 
might appear after my death, know me in some way. 

It took me a while to get the book illustrated and printed, 
which turned out to be a good thing, because just after 
the printed book had been delivered, I received the 
call to go into hospital for a 
second transplant. My first 
transplant had lasted six 
hours. This second one lasted 
just four. I came around in 
theatre lying on a trolley, not 
knowing what had happened. 
Not only was I not well 
physically, mentally I was shot 
to pieces. My wonderful nurse 
Kate May Harris was at my side 
and we cried together. 

On the way home from this 
hospital stay I sat in the front 
passenger seat of our car and 

my daughter, Steph was sitting behind me. She said the 
words “I’m pregnant Dad” and those three words are 
why I am still here today.

Being a country lad, born and raised in the Vale of 
Evesham, I have always been involved in shooting and 
fishing.  School for me was not a good experience. I 
would often sneak off and go fishing rather than go to 
school. It soon became clear that I had a gift for fishing 
and my name began to appear in the local papers and 
also in national angling magazines. Before long I was 
seconded into a match fishing team. As time went on 
and my name became more well known, I was lucky 
enough to end up fishing for some of the top teams 
in the country, and also to be invited to prestigious 
angling events all over the country.

Over the years I have also raised thousands of pounds 
for different charities, mainly by doing a comedy drag act 
as ‘Tina Burner’, ‘Shirley Trashy’ or as ‘Marilyn Munro’. For 
Marilyn, I have a white ‘blow up’ dress and a ready-made 
fan-base too. My song is, ‘I just wanna be loved by you’.

I did eventually write that book and called it ‘A Badsey 
Boy’. On the front, underneath the title, it reads 
‘Collected memories of life, loves, cross-dressing, and 
fishing the Avon’.  From that one small acorn a larger 
tree has grown and in the last five years I have written 
and self-published the following books, which are all 
available for purchase online from Amazon.                                      

Children’s Books: The Naughty Gnome, Zolem, 
Philomena and the Stolen Kiss.

Fiction novels: Thumbprint in 
the Dome, The Ghosts of Level 
Nine.

Erotic fiction: Into the void, The 
Intelligent Gardener.

If someone like myself, who left 
school at 15, poorly educated, 
short, fat, unhealthy but very 
good looking, can achieve 
what I have achieved, then just 
think what someone like you 
can do. Get out there, make a 
difference, don’t waste your 
life.  Life is precious, enjoy it, 
write a book.

   FEATURE ARTIC
LE

Many thanks to Veronica McAleer, a pro-
fessional theatre make-up artist and her 
assistant who volunteered their time and 
expertise to transform Brian into Marilyn.
www.mmakup.com

Photography (and front cover) by Stuart James 
@ www.emotiveeye.co.uk
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“If someone like myself, who left 
school at 15, poorly educated, 
short, fat, unhealthy but very good 
looking, can achieve what I have 
achieved, then just think what 
someone like you can do.  
Get out there, make a  
difference, don’t waste  
your life.  Life is  
precious, enjoy it,  
write a book.”

My wife, Diane, and me
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Prednisolone prevents rejection after 
kidney transplantation, but has a bad 
reputation because of its side effects. 
How do we get the balance right?
Available since the 1950s, prednisolone is a synthetic 
version of a natural corticosteroid hormone made 
by the adrenal glands, which sit on top of each 
kidney. Although both are described as ‘steroids’, 
prednisolone is very different from anabolic steroids. 
These are synthetic versions of testosterone that 
doctors can legally prescribe for some health 
conditions, but are sometimes used illegally to build 
muscle and improve athletic performance. 

Prednisolone is prescribed to treat a wide range 
of health problems, including kidney diseases 
like lupus nephritis, vasculitis and some forms of 
glomerulonephritis. However, most kidney patients 
take prednisolone as part of a combination of drugs to 
prevent rejection after their transplant.

“Post-transplant weight 
gain is not inevitable”
“Corticosteroids like prednisolone are used in 
transplantation because we know that they work. 
Kidney transplantation began in the 1950s. A decade 
later it was discovered that by combining prednisolone 
with azathioprine, we could damp down the immune 
system and make transplanted kidneys last longer. 
At that time prednisolone was given in high doses, 
but today we aim to use the lowest possible dose 
for each patient and it is used in combination with 
more modern anti-rejection medicines,” explains 
Maria Martinez. Maria is a Consultant Pharmacist in 
Renal and Transplantation at University Hospitals of 
Leicester NHS Trust.

Side effects
Nearly six decades after it was introduced, 
prednisolone remains one of the heroes of 
transplantation, but it has a long list of possible side 
effects. These may include weight gain, indigestion, 
disturbed sleep, acne and other skin problems, 
thinning of the bones, and post-transplant diabetes. 

Maria comments: “I know that everybody’s got a view 
on prednisolone side effects! I tell my patients that 
it is a balance between risk and benefit (Figure). I am 
not going to give you something that could give you 
side effects if there is no benefit for you. Prednisolone 
gets a bad press for a number of reasons, but people 
vary greatly in the way that they are affected by its 
side effects. 

“Most transplant recipients take a combination of 
immunosuppression medicines and all drugs can 
potentially have side effects.  It can be helpful to 
consider the whole immunosuppression cocktail. 
For example, not only steroids, but also tacrolimus is 
known to increase the risk of post-transplant diabetes. 
The key is to find the right combination of drugs for 
each transplant patient so people feel well and their 
kidney transplant is protected.”

If you are bothered by the side effects of prednisolone 
or any other drug, Maria strongly advises talking to 
your kidney doctor or renal pharmacist. “My first 

Kidney Clinic  
Prednisolone: hero or villain?

Figure: Immunosuppression—getting the balance right

kidneycareuk.org
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step is to check that you are taking your medicines 
as advised. If a patient is having a particular problem 
with prednisolone (see Table), we can if needed refer 
to other specialists: for example, dermatologists are 
experts at managing acne and other skin problems.”

How to take your prednisolone
• Take prednisolone early in the day to avoid the 

risk of disturbed sleep at night 

• Always take prednisolone with food to help 
avoid stomach irritation*

• If you forget to take your prednisolone, take it 
as soon as you remember. If it is almost time 
for your next dose, skip the missed dose, then 
go on as before

• Do not take a higher or lower dose of 
prednisolone than the dose prescribed by your 
doctor

• Do not stop taking prednisolone without talking 
to your doctor or renal pharmacist. This is very 
important because stopping prednisolone 
suddenly can make you feel very poorly. 
Your body needs time to start making its own 
corticosteroid again 

• Prednisolone can interact with other 
medicines. Always carry the steroid card 
supplied by your pharmacist, and show it to 
the doctor, nurse or dentist who is treating you

• You can usually drink alcohol, but drinking too 
much may cause stomach irritation

• You can eat most foods while taking 
prednisolone, but avoid liquorice as it 
can increase the amount of steroid in 
your body

* There is no evidence that enteric 
coating helps avoid stomach irritation 
and it may reduce the amount of 
prednisolone in your bloodstream. 
Do not stop taking or switch enteric-
coated without talking to your doctor or  
renal pharmacist

Weight gain
It is common for people to put on weight after a kidney 
transplant, and prednisolone is often blamed as the 
culprit. According to Maria, there are two main reasons 
why some people may gain weight after a kidney 
transplant.

“First, prednisolone can make you retain salt and 
water, but in the long term, the main reason why 

people may put on weight with prednisolone is that 
it increases your appetite. This can be a challenge, 
especially when the dietary restrictions that some 
people had before their transplant are lifted and they 
can enjoy high-calorie foods like chocolate or crisps 
again,” she explains.

After your transplant, your appetite is likely to increase 
simply because your health has improved. At the same 
time, food tastes better when you no longer have the 
metallic or bitter taste in your mouth that you may 
have had on dialysis. So it can take a lot of will power 
not to binge on your favourite fatty takeaway, or high-
calorie snack foods, sweets or chocolate.

“Some people find it difficult to maintain a healthy 
weight after their transplant, but this applies whether 
or not you are taking prednisolone. Post-transplant 
weight gain is not inevitable. We all understand the 
importance of a healthy diet, and that you still have to 
watch what you eat. So you can have a takeaway, but 
not every day; you can have a chocolate, but not the 
whole box. Moderation is the key!” advises Maria.

She adds: “Humans are creatures of habit and identity 
is very powerful. You may believe that you have always 
been, and always will be, overweight or it’s down to 
your genes. You can break through that mindset and 
tell yourself that you are going to be a healthy weight, 
with or without prednisolone. I say to my patients that 
whether you believe you can or you can’t, you’re right!”
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Unless you are advised to put on weight, significant 
post-transplant weight gain is not good for your 
physical health as well as your morale. After a kidney 
transplant, your risk for heart disease is still higher 
than it is for a healthy person of your age. Being 
overweight adds to this risk, as well as the likelihood of 
post-transplant diabetes and joint problems that can 
affect your mobility.

A healthy lifestyle is also an essential part of your post-
transplant care because it helps to lower the risk of 
some immunosuppression side effects. Taking regular 
exercise strengthens your muscles and protects your 
bones. Wearing a high-factor sunscreen maintains the 
health of your skin at the same time as reducing your 
risk of skin cancer due to immunosuppression. And by 
not smoking you can protect your transplanted kidney, 
as well as reducing your risk of heart disease, bone 
problems and cancer.

Your renal dietitian can advise on a healthy diet to 
control your weight, and some kidney units offer post-
transplant rehabilitation sessions that include advice 
on physical activity and other lifestyle measures. 
Alternatively, your GP practice may offer advice on 
weight management or be able to arrange tailored 
exercises classes with a knowledgeable personal 
trainer at your local leisure centre. You can also ask 
your GP or kidney unit to refer you to local stop-
smoking services.

Do I have to take prednisolone?
At Maria’s unit in Leicester, most people receive 
basiliximab at the time of the transplant operation 
(called induction therapy), followed by a cocktail of 
tacrolimus, mycophenolate and prednisolone as 
maintenance immunosuppression.  Assuming all goes 
smoothly, prednisolone starts at 20mg once daily for 
two weeks, reducing by 5mg every two weeks to the 
maintenance dose of 5mg once daily.  

According to guidelines from the Renal Association, 
this ‘triple therapy’ combination is generally 
established practice for immunosuppression. There is 
the option to use induction and maintenance therapy 
combinations that aim to avoid, minimise or withdraw 
prednisone, but it is not always straightforward to 
predict which kidney transplant patients will benefit. 

Maria comments: “I know that patients may find 
it strange that we do not have a ‘best’ treatment 
protocol for immunosuppression. The guidelines 
give us options and each kidney unit has preferred 
immunosuppression combinations based on their 
experience and a review of the available evidence.”

Most studies in kidney transplantation have used 
prednisolone-containing combinations and so there is 
less evidence about the long-term effects of avoiding 
or withdrawing steroids. According to currently available 
studies, steroid avoidance and early withdrawal (within 
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the first week of the transplant) resulted in significantly 
increased rates of acute rejection, but had no effects 
on the survival of the kidney or the recipient, at least 
in the short term. The Renal Association advises that 
if prednisolone is not withdrawn within the first month 
after transplant, it should be maintained at a low dose 
of 5mg a day or less.  

“We aim for the balance 
of immunosuppression 
that is right for you”
Maria says: “We know that different transplant 
units use different combinations of anti-rejection 
medicines and get very good results. These drug 
combinations are not exactly the same but are 
similar and no one has the ‘best immunosuppression 
cocktail’.  But even if we did have it, we would still need 
to be flexible if you or your kidney transplant did not 
get on with those drugs.

“We aim for the balance of immunosuppression that 
is right for you. No one wants you to have a perfectly 
working kidney transplant and be struggling with side 

effects. Ultimately, it is your body and it’s best when 
you are involved in making decisions about your 
health. As a renal pharmacist, my job is to work with 
you. I tell my patients that if you need to make any 
changes to your drugs, we are going to do it together 
with a clear understanding of why we are making 
changes and after considering the potential benefits 
and risks. 

“Prednisolone is neither a hero nor a villain. It’s more 
complicated than that. Perhaps prednisolone is more 
like an antihero: we know it can have side effects, but 
it remains key to transplant success for most kidney 
patients,” she concludes.

Article by Sue Lyon:  
Freelance Medical Writer & 
Editor, London

Kidney Care UK information 
leaflet about medicines taken 
after a transplant: https://www.
kidneycareuk.org/about-kidney-
health/order-or-download-
booklets/

General information on 
prednisolone from the NHS: 
https://www.nhs.uk/medicines/
prednisolone/

Renal Association guidelines 
on post-operative care in the 
kidney transplant recipient: 
https://bit.ly/3cmA8bV 

A Cochrane Library analysis 
of studies of avoiding or 
withdrawing steroids after 
kidney transplant: https://bit.
ly/39dnGJB 
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Cooking in the kidney kitchen with Chef Ripley

Cherry filo 
pastry tarts 

Ingredients 
• 250g frozen pitted cherries 

• 75g granulated sugar 

• 1 teaspoon vanilla essence 

• 1 tablespoon arrowroot powder 

• 1 tablespoon water 

• 1 box ready to use filo pastry  
(approx. 250g)

• 1 tablespoon oil

• 60g butter 

• 1 tablespoon icing sugar 

Preparation 

1. Add frozen cherries, sugar and vanilla essence to a saucepan. Cook on medium 

heat for 5 minutes, stirring frequently. Gently break apart cherries with a spatula. Mix 

together the arrowroot powder and water to form a paste. 

2. Add the mixture to the cooked cherries, stirring as you pour it in. Bring to the boil and 

remove from heat. Allow to cool. Preheat oven to 190°C /gas mark 5 and grease a 

muffin tin. 

3. Take three pastry sheets and cut each into four squares. Melt the butter and 

brush the pastry on each side and line six holes with two squares in each. Add one 

tablespoon of cherry filling to each. Fold the filo pastry edges over the top of the 

cherry filling to loosely close.  

4. Brush each tart with additional butter. Bake in the oven for 10-15 minutes, until the 

pastry looks light golden brown all over. Remove from heat and transfer to cooling 

rack. Beware the cherry filling is very hot. Once cooled, dust with powdered sugar. 

Serve warm or at room temperature.

Serves 
Six

A perfect pudding suitable for everyone, using frozen cherries 
and ready-made pastry means these tarts can be made for 
special occasions all year round.

Cooking in the kitchen 
with Chef Ripley
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Food Facts

Low potassium  aLow phosphate  aLow protein a

Per tart :  Carbohydrate 45g  •  Energy 268 kcal  •  Protein 3.6g

Preparation time: 15 mins •  Cooking time: 20 mins

Phosphate/Potassium:  This recipe contains cherries which are high in potassium 

but when used in the amount specified in the recipe it remains a low-potassium dish. 

This dish contains a small amount of phosphate which mainly comes from the filo 

pastry. If you have been prescribed a phosphate binder ensure you take them with 

this dish.

Protein:  This dish is low in protein and makes a suitable pudding for a special 

occasion if you have been advised to follow a low-protein diet.   

Carbohydrate:  The main source of carbohydrates in this dish are the cherries, 

sugars and filo pastry. The carbohydrate value has been provided for those who have 

been trained in insulin adjustment.

Special  diets:  Gluten free:  It is difficult to find gluten-free filo pastry and therefore 

you may wish to use gluten-free puff pastry instead. Vegan:  Many brands of shop-

bought filo pastry are dairy-free. Use a dairy-free spread instead of butter. 

Cheaper option:  Vanilla extract could be used instead of the vanilla pods

Cook along with Chef Ripley online at our 
website:  www.kidneykitchen.org
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What is Quality Improvement and why is it 
important?
Healthcare professionals across the country are 
constantly trying to improve things for patients – 
whether working out a new rota to offer tailored 
appointments, or introducing better waste 
management to reduce the environmental impact. 
Individuals are working above and beyond their day 
job, in an effort to improve patient outcomes, the 
system, and the care environment.

What is the difference then, between all of this activity 
and ‘quality improvement’?  Why do we need skills 
in quality improvement (QI), if people are already 
working to improve things - should we not all just get on 
and join in?

The answer to this can be summed up by a famous 
quote from W Edwards Deming – one of the founders 
and pioneers of QI:  

“Without data, you’re just another person with an 
opinion.”

What Deming is trying to get across is that often 
we – as humans - have a tendency to think we have 
the answer.  The trouble is, a problem doesn’t 
always have a single answer.  And often, if we try and 
make something better on our own without fully 
understanding things, involving the right people, or 
measuring the outcomes, we can get things wrong 
- there can be missed opportunities for sustained 
improvement (at best) or unintended negative 
consequences (at worst).

Healthcare is a complicated system, within which 
sit many processes, people and cultures.  What a QI 
approach gives us, are the tools to deconstruct and 
truly understand a problem, plan and test ideas for 
improvement, and measure – in real time – the actual 
impact of that change.

What does this mean for kidney care?
With Kidney Care UK’s support, KQuIP is using this QI 
approach to tackle some of the key issues identified 
by the kidney community during co-design events 
held back in 2015/16. These were: transplantation, 
dialysis at home, and managing vascular access.  
Quality Improvement skills are taught alongside 
delivering these important projects in the hope that 
the same skills can be used in further improvement 
projects in the future.

Alongside quality improvement, KQuIP brings two 
other elements to improvement work that the 
programme sees as key to success: collaboration and 
leadership.  Bringing renal teams and kidney patients 
together through regional meetings has meant the 
work has broken out of the usual hospital or trust 
boundaries, and teams have been able to share 
challenges, ideas and experiences, learning from each 
other and pooling their combined expertise. 

Highlights:
• A re-designed living-donor and donor-

recipient transplantation pathway in the South 
West reducing the number of visits for patients 
from over seven, to a maximum of three

• Piloting a standardised electronic transplant 
referral form to reduce delays caused by 
paper and posted referrals

• The introduction of home haemodialysis 
training at satellite units

• The introduction of week-long home therapy 
events across the regions including radio 
broadcasts, roadshows and education sessions

• Revamping of staff and patient education 
to encourage a culture of ‘home first’ for 
dialysis across participating units.

• The production of an e-learning course, 
based on the national cannulation 
recommendations - so far over 88 nurses 
from four units in Yorkshire and Humber and 
108 nurses from five units in the North West 
have enrolled on the course.

KQuIP meetings

KQuIP meetings
Have you ever wondered what mechanisms we have in place to identify potential quality 
improvements and trigger change in the delivery of our treatment and care? The Kidney 
Quality Improvement Partnership (KQuIP) is a partnership of professionals and patients 
working together to achieve this goal.
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Through these three elements – quality improvement, 
leadership and collaboration – KQuIP is bringing about 
tangible, sustainable improvements to outcomes 
for people living with kidney disease, and kidney care 
service delivery. All of the projects aim to reduce 
unwarranted variation across the country and embed 
a sustained approach to QI that can be adapted to any 
projects moving forward. 

Impact of the KQuIP improvement projects
Four regions are taking part in the project Transplant 
First aiming to improve access to kidney transplantation; 
two regions have selected the Home Therapies 
project DAYLife with the overall aim of increasing the 
number of people receiving dialysis at home; and four 
regions, including Wales, have chosen to participate 
in the national MAGIC project (Managing Access by 
Generating Improvements in Cannulation), aiming to 
improve rates of definitive access, improve patient 
experience, and reduce complications of needling 
(cannulation). 

The success of KQuIP relies on kidney patients sharing 
their experiences. Many of us already participate in our 
local meetings. If you would like to participate in a KQuIP 
meeting in your area please get in touch with Catherine 
Stannard at catherine.stannard@renalregistry.nhs.uk

“One of the major challenges 
for clinical services is to take 
the best evidence and develop 
services to make sure that all 
patients who would benefit from 
the evidence do so. There is now 
increasing evidence that KQuIP 
is helping units overcome this 
challenge and improving care for 
patients with kidney disease.”
Paul Cockwell, Professor of Nephrology (Hon), University 
Hospital, Birmingham

 Feedback from healthcare professionals and patients participating in the 

KQuIP Programme

“The course has empowered me to be bold in pushing through the changes that are 

necessary”

“A great course for self-awareness and insight”

 “Excellent team building as well as sharing ideas with other teams”

 “Patient involvement was brilliant, enjoyed this”

 “Best QI training day I’ve attended”

“Thank you for coming to the unit, you help us to keep focused on our project”

Quotes from patient participants - key to the programme’s success:

“I’ve learnt more on this table than I’ve learnt in 30 years of being a patient”

 “You have loads of time to think when you’re on dialysis.  Why not think about how to 

make things better for yourself?”

“I plan my dialysis around my life now, whereas before it was planning my life around 

my dialysis.  If I want to go somewhere or do something, I can with little thought. I can 

change when I do my dialysis to suit plans. I can take it where ever I want to go.”

Article by  Rachel Gair, 
KQuIP Lead
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Who cares for the carer?
Receiving treatment for chronic kidney disease (CKD) is a life-long commitment to some 
form of renal replacement therapy (RRT). It can be an arduous journey and not many of 
us travel this journey alone. The diagnosis of CKD affects everyone around us and the 
impact on our partners, loved ones, and home life can never be underestimated. 

It’s the little things that can affect you most when you 
are a carer for someone with a chronic illness.

I work as a psychotherapeutic counsellor and am used 
to supporting others. But I have learned through our 
experience of CKD how the gruelling schedule of daily 
care can take its toll on the carer.

Small details take over your life.  The health service is 
under-resourced and over-stretched, and can tend to 
focus on the patient rather than the supporting ‘home 
team’, who are every bit as important.

When my husband Geoff was diagnosed with CKD in 
June 2016, we were initially stunned by the diagnosis. 
An optician identified bleeding behind the retina and 
referred him to our GP. Our GP then confirmed that 
Geoff’s kidney function was down to 20%. Now we 
understood Geoff’s increasing tiredness and regular 
chest infections over the winter months. We limped 
along until September that year when he finally had a 
peritoneal catheter inserted. At this point his kidney 

function was just 6%.  Geoff spent his days resting on 
the sofa – not in any discomfort, but quietly ‘slipping 
away’ – or so it seemed.

However, the catheter insertion gave us new hope.  
As I was still working, friends kindly helped transport 
Geoff to and from Norfolk and Norwich hospital. 
Health personnel came to assess the premises for the 
automated peritoneal dialysis (APD) machine, and our 
two sons lugged the massive boxes of dialysis fluid 
(two bags a night) up our two flights of stairs in our tiny 
thatched cottage, every evening.  I spent many hours 
on the phone in the middle of the night to the 24-hour 
help line, and frequently slept in my workroom as the 
alarms woke me up constantly.  Stopping work was not 
an option, as I am self-employed and we could not pay 
the mortgage without the income.

We got to a point where the nurses suggested we go on 
to the day-time bags instead.  This at least relieved us 
of the disturbed nights. But the presence of discarded 
bags of dialysis fluid left around the living room during 

If you are a carer and would like to talk to someone about any of the issues raised in this 
article, Kidney Care UK have trained counsellors who may be able to help. Visit  
www.kidneycareuk.org/counselling or call us on 01420 541424 to make an appointment

For expert advice, information and support for carers, visit Carers UK: www.carersuk.org
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22

http://www.kidneycareuk.org/counselling
http://www.carersuk.org


the day, began to get to me. One day I had a melt 
down at the hospital. I could feel my days turning into 
a constant cycle of clearing up used dialysis bags and 
living in what was rapidly beginning to resemble a badly 
run nursing home. At this, Geoff who had been quite 
passive about what was happening to him up to this 
point, suddenly recognised that I was not coping.

This realisation had a profound effect on him and he 
began to take responsibility for his own care.

It took us about four months to get used to the new 
routine of daytime bags.  At this point it was suggested 
that Geoff should go on to the transplant waiting list. 
Talking this through with the consultant, we were given 
so many warnings about what could potentially go 
wrong that we were puzzled when he said, “So you are 
eligible. Isn’t that great! Let’s go ahead.” We mulled it 
over for a while and decided to wait for six months.

Geoff’s transplant took place in April 2018. But alas, 
it failed just under a year later. Between February and 
July 2019 Geoff spent a total of 12 weeks in hospital 
with a variety of complications. Six months on 
(currently on haemodialysis), he is now awaiting surgery 
for the re-insertion of a peritoneal catheter.

One thing that helped me during this difficult time was 
writing poetry. The range of emotions that you feel as a 
carer needs to be expressed and we sometimes find it 
difficult to admit just how angry we are at what life has 
dealt us. Poetry enabled me to express these feelings. 

As a mother of three, I well remember how maternal 
instincts develop when the first baby comes along – 
the slightest sound wakes you up and you are intimately 
attuned to every signal in order to care for that baby 
and keep it safe.  For me, this feeling of hyper-vigilance 
is once again with me all the time.  

If any of this resonates with you, I leave you with a 
question…are you looking after yourself, as well as you 
look after your loved one?  

I am so thankful for all the support that I have had from 
local friends and from family members (many of whom 
are not local). I have been able to keep working, and find 
that focusing on the needs of others completely outside 
of my own family health problems, is also helpful. If you 
are a carer, what do you feel that you need in the way 
of support? It might be time out to walk, spend time on 
a favourite hobby, or simply find a listening ear. When 
you are ‘in it for the long haul’ your own self-care must 
become a part of your care plan for your loved one. 

As the spring flowers brighten the countryside, think 
about what would make your life brighter and see what 
small steps you can take today.

Article by  
Jennie Cummings-Knight 

“I could feel my days 
turning into a constant 
cycle of clearing up 
used dialysis bags and 
living in what was 
rapidly beginning to 
resemble a badly run 
nursing home.”
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All pupils and staff at the St Francis Primary School in Glasgow decided to support WKD 2020 by turning the school 
green and yellow for Shay Tinney, a pupil at the school who has chronic kidney disease. Children came to school 
wearing green or yellow and attended an awareness-raising assembly where everyone learned about what our 
kidneys do for us. 

Mrs Johnston, Shay’s teacher, explains,

“Shay’s mum, Chantelle, had given the school two videos to help mark World Kidney Day. In the first, Shay talked 
about his kidney condition and the impact that it has on his life - all whilst smiling! The second video brought a tear 
to many eyes in the room as it outlined Shay’s journey from birth to now, highlighting the many ups and downs he 
has had in his wee life. A fighter, a survivor, a kidney warrior and our hero - Shay Tinney. We couldn’t be prouder of his 
determination and positive attitude, he is a true inspiration to us all.” 

Everyone here at Kidney Care UK thinks you’re an inspiration and a true Kidney Warrior too, Shay!

World Kidney Day - 12 March 2020 
Thank you to everyone who sent in World Kidney Day (WKD) photos and to everyone 
who raised funds to support Kidney Care UK at their WKD event. Here are just a few 
of our favourites. 

kidneycareuk.org

A 5K event was organised by Tayside Kidney Service to coincide 
with World Kidney Day 2020. People from all over the country 
were asked to walk, run, cycle or swim a distance of 5K (or more). 
Online donations and registrations fees raised £618.93 for Kidney 
Care UK

Thanks to local charity Revival, which helped to set-up the event.
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Amy Parkes is a kidney patient, now on her second 
transplant after 15 years on dialysis. Amy has been 
part of a young adult group who get to spend time 
together away at a retreat each year, thanks to 
sponsorship from Kidney Care UK. Amy says, “I hope 
when people see these kidney key rings they will ask 
about them and find out about kidney disease. I also 
just want to give something back.” All Amy’s key-
rings sold out almost immediately and she managed 
to raise a whopping £1,152 for Kidney Care UK on 
World Kidney Day

Members of the Kidney Care UK team 
raising awareness on World Kidney Day

Amy’s key Rings
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NHS renal teams work with people living with kidney disease, family members 
and carers to help patients make the best treatment decision for them. 
Currently in Wales we know that most people choose dialysis in a hospital as 
their preferred treatment option. This is despite hospital-based dialysis being 
associated with the lowest quality of life and being the least cost-effective.  
We do not yet fully understand the key factors that lead to this choice.  

In this study, we want to learn more about people with kidney disease, 
family members’ and carers’ understanding of available treatment options. 
This includes what they value most when making these difficult decisions, 
and the support networks available to them across Wales.

Learning more about what matters most to this entire group will help 
others when faced with making decisions about future treatment 
plans, and improve the quality of information and care delivered by the 
multidisciplinary renal teams.

The research 
This study is being led by Dr Gareth Roberts, and involves a 
multidisciplinary team of experienced kidney specialists, the 
commissioners of renal services, and researchers from the Wales Kidney 
Research Unit based at Bangor University.

This mixed-method study will collect data from: patient education 
programmes, renal datasets, national health and social care data-sets, and 
interviews with people with kidney disease, family members and carers. We 
will also interview professionals from the multidisciplinary renal teams.

The study has just closed to recruiting participants. We have interviewed 
around 80 people, including kidney patients who are in the process 
of making a decision, those who have recently started their chosen 
treatment, and people who have been on dialysis for a longer time.  Data 
analysis has started and we will report findings in autumn 2021.  

There’s no place 
like home – how 
encouraging home 
kidney therapies 
could improve lives 
People living with chronic kidney disease (CKD) need 
to make a decision about their future treatment 
options. In Wales, there are many treatments available 
including: transplantation, dialysis at home (either 
haemodialysis or peritoneal dialysis), dialysis in a 
hospital (haemodialysis), and supportive care without 
dialysis (called maximum conservative management). 
A Welsh study of why patients and their family 
members and carers are choosing their treatment will 
help plan services for the future.

Transplant
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Article by  Gareth Roberts, 
Chief investigator and 
consultant nephrologist at 
Cardiff and Vale University 
Health Board

Kidney Matters helps us to connect with people 
living with kidney disease across the UK. It is vital that 
patients are involved so that findings can have the 
most benefit for patients, and the public. 

The impact 
Learning from people’s experiences and opinions 
will help us understand what is most important to 
people when making a decision about their future 
kidney treatment. This information will inform future 
education programmes in Wales, help others to make 
the right treatment decision for them and their family, 
and make best use of NHS resources.

“In this study, we want to 
learn more about people with 
kidney disease, family members 
and carers’ understanding of 
available treatment options, 
what they value most when 
making these difficult decisions, 
and the support networks 
available to them across Wales”

For further information and ways to 
participate in the study (e.g. share 
your views or become involved as a 
patient and public representative) 
please see the study project page 
at:  bit.ly/2xAT9HO

Contact may also be made via 
twitter @theWKRU. 
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AWAK-PD: leading the revolution 
in peritoneal dialysis?
An automated wearable artificial kidney 
(AWAK) successfully delivers high-dose 
peritoneal dialysis (PD) for up to one 
month, according to a recent study. This 
is the first time that AWAK-PD has been 
used in people with kidney failure.
AWAK-PD weighs less than 2 kg and needs only 2 litres 
of PD solution a day, so it can be used on the move 
during the day, as well as over night. According to the 
manufacturers, AWAK-PD provides six to eight hours 
of tidal PD and achieves recommended clearance with 
a single daily treatment.

AWAK-PD uses sorbent-based technology (a sorbent is a 
material that binds another substance to it by a physical 
or chemical reaction). The sorbent enables the device to 
reconstitute used dialysis fluid into fresh fluid to deliver 
high-dose dialysis with a low volume of PD solution. 

Dr Martin Wilkie commented: “There is still much 
development to be done, and it remains to be seen if 
carrying 2 kg around during the day will be acceptable 
for patients. However, the potential to reduce solution 
volumes is really important in terms of cost and 
sustainability, and internationally where solutions are 
difficult to obtain.” Martin is Consultant Nephrologist 
at Sheffield Teaching Hospitals NHS Foundation Trust, 
and has a special interest in PD.

The study was conducted at Singapore General 
Hospital, and included 15 people who had been 
using conventional PD for an average of 21 months. 
The most common side effects were abdominal 
discomfort, fibrin in the drain, and bloating. There 
were no serious side effects.

The US Food & Drug Administration has designated 
AWAK-PD as a breakthrough technology to streamline 
approval for marketing in the United States. “Assuming 
development remains on track, I would envisage that 
AWAK-PD will take several years before if becomes 
available in the UK. However, in future this technology 
could potentially revolutionise the way PD has been 
done,” concludes Martin.

The end of dialysis?
AWAK-PD needs standard dialysis access with a PD 
catheter, but other researchers are aiming to abolish the 
need for dialysis. A team from the Kidney Project at the 
University of California San Francisco (UCSF) recently 
reported that they have surgically implanted a ‘kidney 
bioreactor’ into pigs. This is an important milestone, 
as it is the first time that the kidney bioreactor has 
successfully been implanted into animals. 

The kidney bioreactor is about the size of a deck of 
cards and consists of two parts.  A filter processes 
incoming blood to create a fluid containing toxins plus 
sugars and salts. A bioreactor of human kidney cells 
then processes the filtered fluid, sending the sugars 
and salts into the blood. Water is reabsorbed back 
into the body and is concentrated into ‘urine’, which is 
excreted through the bladder.

The kidney bioreactor would not have the same 
function as a transplanted kidney—researchers 
anticipate an eGFR of 20-30—and EPO will still be 
needed. However, people would no longer need 
dialysis and, based on the animal study, they would not 
have to take medication to prevent rejection.

More research is essential before the kidney 
bioreactor can be tested in people with kidney failure. 
Researchers are hoping to receive approval for the 
first clinical trial in the near future.  

Dr Martin Wilkie is Co-chair of International Society for Peritioneal Dialysis /EuroPD 

To read more about AWAK technology, go to https://awak.com

For more information about the Kidney Project, visit https://pharm.ucsf.edu/kidney
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It’s never too late... 
When 83 year-old Derek Hunt was out visiting family 
in Australia over Christmas last year he decided 
it was ‘high-time’ to take on a challenge event 
to help support two of his favourite charities - 
Kidney Care UK and Pancreatic Cancer UK. He 
did his jump in Western Australia on boxing 
day and has raised well over £1,000 for us. 

Thank you Derek!
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Fit-mums class and training for the 
2020 London Marathon
Kevin Wilkie secured one of our places 
in this year’s London Marathon and, at 
the time of going to press, had raised 
an extremely impressive £1,800 for 
Kidney Care UK. Running 26.2 miles is 
an incredible feat for anyone, but given 
it is only 18 months since Kevin’s kidney 
transplant, we think this is amazing! 
Thanks to Kevin and everyone who 
sponsored him.
I think I’m bloody lucky to have had my transplant, not 
only because it set me free from dialysis and made 
me feel well again, but because it has given a second 
chance at the beautiful mess we call life.  

However, being given a second chance and taking it 
are two completely different things. I spent the few 
months post-transplant worrying about the possibility 
of rejection. But those few months worrying slowly 
turned into a year and, on checking I was surprised to 
discover that I was actually feeling great! My hospital 
results were good and, as the fear slowly subsided, my 
life began to get back into a rhythm of work and home 
life. I also realised that carrying that inner fear meant 
I had been neglecting my own physical and mental 
wellbeing; holding back on making decisions in case 
those fears were realised. But that’s not living, it’s just 
existing and so I had a stern word with myself. It was 
time to get up, get moving and get back some focus on 
the things that matter. 

“In the last year, I’ve done 
everything from driving a 
Husky’s sled, to working with 
kids in schools talking about 
entrepreneurship, and even 
doing a bit of modelling”
I’ve decided that if the worst was to happen, I wanted 
my family to remember good times and achievements 
together and not my worries, dialysis and feeling 
constantly unwell.  I think all transplanted patients 

carry an element of doubt with them. We all know it 
can turn on a sixpence. But I truly believe the best 
way to overcome this shadow is to take a pragmatic 
approach, accept what’s gone before and take 
responsibility for change.   

So what am I doing with all this new-found 
pragmatism? I’ve simply started saying yes to more 
things and this has opened doors to so many more 
opportunities and experiences. In the last year, I’ve 
done everything from driving a Husky’s sled to working 
with kids in schools talking about entrepreneurship 
and even doing a bit of modelling! Yes, modelling and 
believe me I’m no oil painting.  But by far the best 
thing I’ve stumbled into is a place running the London 
Marathon on the Kidney Care UK team. 

I’m a complete running novice and up until midway 
through last year hadn’t really done any intense 
exercise at all. I’m not a great runner but what I lack 
in skill I make up for in determination.  I joined a really 
inclusive running club called Fit-mums and Friends 
who have worked with me from mile one to get me 
fitter and stronger in time for the big day. But I’ve also 
met so many people, so many new friends who are so 
supportive, all keen to help me reach my goal. I reckon 
that the training and the companionship might actually 
be saving my life. The facts speak for themselves. In 
my doctor’s words, “Whatever you are doing, keep 
doing it.” Physically my blood pressure is back within 
normal range, my blood chemistry results are great 
and my mental health is shaping up well too. Running 
is getting me out and talking to people. The runs I 
do alone have given me the head space to fight my 
demons, and test myself and my physical strength way 
beyond anything I thought I was capable of. 

Photographs by Iain Poole at www.iainpoole.com

kidneycareuk.org
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Today I feel amazing, and that’s down to saying yes and 
opening up my life up to new possibilities, completely 
embracing this second chance I’ve been given and 
finding the strength to park the fears that something 
might go wrong. 

Nobody, least of all me, could ever have imagined just 
a few years ago that I could or would ever run 26.2 
miles. But London Marathon, I’m ready and I’m coming 
to get you!

Article by  Kevin Wilkie 

Message from the editor 
We now know that the London Marathon 
has been rescheduled to take place on 
on 4 October 2020, due to the need to 
contain the spread of the Coronavirus. To 
all the competitors, we know how much 
hard work goes into training for this event. 
We salute you!
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When Oliver was born, we grieved for the healthy child 
we lost, that we never had and became forced into a 
world that we didn’t want to be in. Like others, our road 
has been rocky, littered with anxiety, tears, dashed 
dreams and fears for our child and his future.

Our journey to transplant felt like a long one, but we got 
there! After a roller coaster year post-transplant, we 
actually felt in a position to be confident we could use 
the word ‘normal’ to describe much of our life.

A few years ago, Oliver saw the poster for the Transplant 
Games at Great Ormond Street Hospital (GOSH) and 
asked he if could go. Even going to an event like that 
seemed so out of our reach, and we did not know what 
life after transplant would look like, but of course we 
said “Yes, once you have your new kidney.”

We missed the first year due to bad planning and 
booking a holiday before we knew the dates of the 

Games, and we have still not been forgiven for that! 
So, in 2019 we promised Oliver we would make sure 
we were there. I am a planner, a control freak and I do 
not like spontaneity of any sort, but here we were, all 
booked up and ready to take the plunge.

Our first day at the Games was a bit bewildering. We 
didn’t know anyone except for most of the organising 
team - Sheila, the two Suzannes and Laura - from our 
time on the ward, but we’re a friendly family so would try 
hard to integrate into the clearly close GOSH renal family.

We were welcomed with open arms by everybody, and 
suddenly we realised we had these automatic tickets 
to a club that really, we don’t want to belong to, but 
feel honoured to be a part of. People from all walks of 
life have come together and shared their stories, good 
and bad, and the friendship is clearly strong in both 
adults and children.

Oliver’s 2019 Transplant Games
by Jane Goddard

When you are told that your baby has health issues, you are instantly different. Your 
normal is your own and those around you are sympathetic, but they don’t understand.

“We have never met anyone 
outside of clinic appointments 
who has walked in our shoes, 
who has gone through exactly 
what we have, and so much of 
what they said, we could have 
said word for word. For the first 
time in a very long time, we 
felt a sense of belonging!”
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We have never met anyone outside of clinic 
appointments who has walked our shoes, who has 
gone through exactly what we have, and so much of 
what they said, we could have said word for word.  
For the first time in a very long time, we felt a sense  
of belonging!

We honestly had the best weekend ever. The Games 
are all inclusive to the whole family and everyone is 

catered for on every level. Never have I known an event 
be able to do that.

Oliver had an amazing time and is so proud of what he 
has achieved. Medals or no medals, he will always be a 
winner in our eyes, but to see him be recognised for his 
efforts is amazing.

We are proud to be a part of GOSH renal and cannot 
wait till the next Games!

British Transplant 
Games 2020 
Coventry’s many wonderful sports facilities had 
been all set to welcome over 3,000 guests to share 
in the spectacular British Transplant Games in 
July. Transplant teams, donors, donor families and 
supporters from all over the country have been 
preparing for this event ever since we all said goodbye 
to each other at the close of the 2019 Games.

However, in order to keep everyone safe and in 
accordance with Government direction relating to 
the containment of the Coronavirus, this event will 
not now take place over the weekend of 31 July – 2 
August. As one of the Games’ main sponsors, we 
here at Kidney Care UK know this news will be met 
with disappointment, especially from our little 
competitors. We know you will understand.

A Press Release from Transplant Sport states,

‘Our main concern is the safety of all our participants, 
their families and friends and to the numerous 
volunteers and employees who support the Transplant 
Games, many of whom work within the NHS.’

At the time of going to print, it is hoped that the 
Games will be postponed to an alternative date later 
this year, likely to be during September. For more 
information, please visit the official website at www.
britishtransplantgames.co.uk

The Goddard family at the 2019 Games: Jane, 
James, Kelly and Oliver
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Get involved!

We want to make fundraising easy and fun  
so that together we can help raise more 
money to help support kidney patients and 
their families.
It might be that you want to make regular monthly donations, 
or you like the idea of jumping out of a plane at 10,000 feet (if 
so, see our one-day skydive to the right!). But should you 
wish to use a skill or talent, or do something completely 
different and unique to you to help raise funds, then we are 
here to help you do that too. Just like Scott and John did.  

Scott Mills, a tattoo artist and dialysis patient from Somerset, 
took his skills to his local pub where he, and a couple of his 
friends, offered small tattoos in return for a donation to 
Kidney Care UK. They didn’t stop all day and went on to raise 
£1,500 and a huge amount of awareness.

John Wright recently celebrated his 80th birthday and took 
the opportunity to support Kidney Care UK by asking his 
friends and family to make a donation in lieu of any presents. 
Together they raised a fabulous £430.  

Whatever your idea, however you plan to do it, we’re here to 
support you. Simply get in touch and together we can create 
fantastic fundraising events that help ensure no one faces 
kidney disease alone. 

Support Kidney Care UK 
your way

kidneycareuk.org
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          Get in touch
w: www.kidneycareuk.org/get-involved
t: 01420 541 424
e: fundraising@kidneycareuk.org

   

A big thank you to
Everyone supporting the charity through birthday, wedding or 
kidneyversary collections 

Merck Serono and Pfizer for their support of the Kidney 
Kitchen

Everyone involved in the Loughbrickland charity tractor, 
truck and 4X4 run that raised £2,013 

Jodie Clarke and her colleagues for donating old and foreign 
currency, and to their employer, DHL Supply Chain Ltd, for 
matching the donation, raising more than £800

Marc Masso Del Llano who climbed Mount Kilimanjaro and 
raised over £1,500 

The parishioners of Clogh Parish Church in County 
Fermanagh for raising £650 at their Children’s Carol Service 
and Coffee Morning

All the friends and family who generously make a donation 
in memory of a loved one

 

06

Become a 
#KidneyWarrior  
Challenge your fears or fitness at one 
of our challenge events. Please keep 
an eye on our website  for all the latest 
news and information regarding these 
events.  www.kidneycareuk.org/events.

Our One-Day Skydive 

18 July, Brackley, Oxfordshire 
£35 registration fee
£350 min. sponsorship 

RideLondon 100 (or 46)
16 Aug, London & Surrey 
Choose from 100 or 46 miles
£450/£250 min. sponsorship

Issue 9 | Summer 2020
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I have been a dialysis patient for just over four years and as soon as I felt 
confident with the dialysis, I started to look for holiday accommodation 
so that my wife and I could take a break away somewhere in the United 
Kingdom. I could not face going abroad with my health problems. We 
discovered St Anne’s, which is based in Emsworth in Hampshire. Emsworth 
is a small town on the south coast, near to Havant, and only eight miles 
away from Chichester in the other direction.  

We found the journey to Emsworth by car from the East Midlands relatively 
easy and I would imagine that from other parts of the country it would be 
the same easy journey.

The property is a Victorian house cared for by Veronica, the House 
Manager, and is immaculately well-kept. There is also a conservatory 
and large garden with an outside swimming pool. It is divided into three 
individual self-catering units, one of which has disabled facilities. It was 
handy to have parking facilities right in the front of the house.

“Now I have found St Anne’s it gives my 
wife and me the holiday which we would 
otherwise not have had.  Although I still 
need to have dialysis, it gives me a break 
from that same old routine.”
Dialysis is available at Havant, which is only two miles away and a taxi is paid 
for by St Anne’s to transport you to and from the Unit.  Of course, if you 
have your own transport it is easy to take yourself! It is usual for the dialysis 
unit to give the holiday patient an evening appointment.  It does seem late 
when you are coming home but at least you have all day to do something 
and you can have a lie-in the day after dialysis.

Directly outside the property, on the Havant Road, are bus stops from 
where you can travel west to Havant and Portsmouth, and east to 
Chichester and Bognor Regis. This has its advantages if you have a bus 
pass for free travel! A walk into Emsworth takes about 15 minutes. There are 
several public houses locally all serving very good pub grub.

You do not need a car whilst stopping at St Anne’s as the bus service is 
very good and there is also a coastal railway service. I have found the 

Taking a quiet break 
at the St Anne’s 
Dialysis Holiday 
Accommodation in 
Hampshire
By Graham Middleton
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Us enjoying a nice cup of tea
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surrounding area very interesting and rewarding.  
There is plenty to do and see. You can see Fort 
Nelson on the hill behind Portsmouth, visit the 
lovely town of Chichester with its Cathedral, travel 
into Portsmouth and even take a day trip by ferry 
or hovercraft to the Isle of Wight. We visited the 
rural museum where the television programme, 
‘Repair Shop’ is recorded, just north of Chichester. 
I have also been able to visit Littlehampton and 
Arundel Castle on other visits. Veronica is a mine of 
information, so always ask her for some day trip tips.

Now I have found St Anne’s it gives my wife and me 
the holiday which we would otherwise not have had.  

Although I still need to have dialysis, it gives me a 
break from that same old routine. The atmosphere 
at St Anne’s is one of peace and calm, and although 
you must make time for the dialysis you can have a 
lovely holiday and come home feeling refreshed.

The joy of St Anne’s is that the accommodation 
is solely for dialysis patients and you do not have 
to surf the net to find accommodation to match 
a nearby holiday dialysis centre. This can be very 
daunting as you do not know where you are stopping.

I recommend you give it a go. I am sure you will 
not be disappointed.

St Anne’s is run by the West London 
Hospitals Holiday Dialysis Trust.  For 
more information go to the website 
www.stannesdialysis.co.uk or call  
St Anne’s 01243 376514.
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Q) What is “?”?

Q) What whole number should 
appear in the hub of this wheel?

Q) Which chicken is a mirror 
image of the one in the middle?

Change the bottom 
word into the top 
one a letter at a time, 
making a new word 
with each change. 
Write your changes 
between the rungs.

Brain teasers  
Just as important as keeping the body 
moving, we thought we’d help you give 
your little grey cells a good work-out during 
these extended weeks of downtime, too. 
Answers in the autumn issue of Kidney 
Matters. Pencils at the ready!

kidneycareuk.org
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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

Harry’s Story
We were contacted by Harry in late 2019. He was 
having difficulty getting around and many of his health 
problems were associated with his kidney disease. He 
dialysed at the Clifton Hospital dialysis unit and was 
much loved by the staff there.

Harry’s grant application was successful and Kidney 
Care UK funded the purchase of a mobility scooter 
for Harry, which immediately gave him the freedom 
he needed.

We are very sorry to have to report that Harry passed 
away in January of this year. His wife Terri asked that 
we continue with our plans to print Harry’s thank you 
letter, saying “He would love that”. Terri has donated 
the mobility scooter to the Clifton dialysis unit so that 
other kidney patients might benefit from it.

Dear Kidney Care UK

Thank you, thank you, thank you, thank you. A million 
times thank you for my mobility scooter. Imagine my 
delight when the postman delivered your cheque 
enabling me to visit LLG Wheelchairs and order a 
Roma Dallas scooter. 

This scooter will enable me to go to the shops for a 
newspaper or groceries, to the health centre and even 
to town on the bus, go to the park and maybe feed the 
ducks, to the leisure centre for a swim or generally get 

out and about in the fresh air. 

I wish to express my gratitude to you, 
your colleagues and to your supporters 

for their incredibly kind gift which will 
change my life so much for the better.

Yours very gratefully

Harry Briggs

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

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-of-
charge, quarterly copy to your address.                                                                                                 

How to order your own copy of  
Kidney Matters.

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

2. Email info@kidneycareuk.org with your name, 
address, post code and request Kidney 
Matters.

3. Phone us on 01420 541424.

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. 

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

Harry
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Stay up to date with more 
news, information, recipes 
and ways to get involved 

Join our mailing list  
www.kidneycareuk.org/sign-up

Be part of an online community 
www.kidneycareuk.org/community 

Follow us on social media

Get in touch for help or advice

01420 541424 
Lines open 9am - 5pm, Mon–Fri

Supporting kidney  
patients and their  
families

kidneycareuk.org

@kidneycareuk

@kidneycareuk
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