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Welcome to Issue 1 of

KidneyMatters
Please help us help you...
30,000 copies of this issue of Kidney Matters have been
delivered to kidney patients, all dialysis units, renal clinics
and transplant wards across the UK. However, the law on
what charities, such as Kidney Care UK are allowed to send
out to you changes on 25th May. This means you now need
to let us know if you would like your own issue of Kidney
Matters delivered free of charge to you at home. Go to the
inside back cover for details on how to do this.

I couldn’t be more delighted to be able to welcome
you to the very first edition of Kidney Matters, our
brand new quarterly magazine for everyone affected by
kidney disease. Whether you’re a kidney patient, family
member, carer or health professional, we really hope you
will find something of interest in the pages that follow.

A very warm welcome to Kidney Matters.  
Could there be a better way to celebrate the
arrival of spring than with a new magazine; full
of life, colour and topical news looking at the
things that really matter to us?  We think not.  
So, in this launch issue of Kidney Matters we’ve
taken the theme of ‘new life’ quite literally as
we consider the issue of planning a family where
one parent (or both!) is affected by chronic kidney disease.  We also
think about bringing some colour into our food after a long winter as
we open the doors to our Kidney Kitchen where we will be cooking
delicious, quick and easy kidney-friendly recipes with Chef Ripley.
Whatever your particular interest, we all hope you enjoy the read.

This has been a dramatic time of change for the charity,
with our rebranding from the British Kidney Patient
Association to Kidney Care UK, and our continued efforts
to expand and develop the wide range of support we
give as the UK’s leading kidney patient support charity.  
In changing our brand, we spoke to over a thousand
patients, family members and medical professionals
to find out what really mattered to you.  You told us
you wanted more communication from us and more
information and news on what was going on in the
kidney world. So, we listened, and Kidney Matters is just
one of the ways we are responding to your request.

Sue Lyon (Deputy Editor) and I have worked together now for over
18 years.  We are both kidney patients; notching up 58 years of
renal replacement therapy, including four transplants, between
us.  So, we both have an intimate knowledge of what life is like
on dialysis, and the sometimes unpredictable nature of kidney
transplantation.

Patients and those caring for a loved one, have properly
always been at the heart of the charity and what we do
every day.  We pride ourselves that well over half of those
working with us or actively involved with the charity’s
work day-to-day are either kidney patients or carers.

The Kidney Matters team would love to hear from you about your
thoughts, fears, experiences and aspirations on any topic associated
with living with chronic kidney disease. Get in touch and let us know
at editor@kidneycareuk.org. The deadline for submissions to the next
issue is 15th June 2018.

This is your magazine.  Please let us know what you
think.  We will develop and change it to reflect your
comments and views and the changing environment.  We
want it to appeal to you, show you what we are doing
together and, at the same time, perhaps challenge us all.  

Have a great Summer

I am personally absolutely delighted that Deborah
Duval has joined us to be our very first editor. With
her enormous experience of the kidney world and
publishing, and hopefully with regular inputs from
patients right across the UK, I am sure we will make
Kidney Matters an essential and uplifting read for
everyone.

Paddy Tabor
Chief Executive

Deborah Duval
Editor

Who’s who at Kidney Care UK
Chief Executive........................................................ Paddy Tabor
Marketing & Communications Director................... Paul Bristow
Policy Director........................................................... Fiona Loud
Head of Advocacy.................................................... Nick Palmer
Head of Fundraising.................................................... Rob Hope
Grants Manager............................................... Martin Plowman
Hospital Grants Manager......................................... Suzan Yianni
Patient Counsellor........................................... Jacqueline Fraser

Tel: 01420 541424
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3 The Windmills, St Mary’s Close, Turk Street, Alton, Hampshire
UK GU34 1EF
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Kidney Care UK-funded Young Adult Worker
is taken on in permanent role at St George’s
By Dr Joyce Papoola,
Renal Consultant/Young Adult Transition Lead, St George’s University Hospitals NHS Trust

The renal unit at St George’s in Tooting is part of one of the
country’s largest NHS Trusts and is located on the same site as
its medical school.  Along with its network units, St Helier’s and
Brighton, it provides care for kidney patients based in a large
section of South London, extending into Surrey and Sussex.
Young adults with kidney disease have unique requirements,
not only because their care is moving from a paediatric
unit where they may have had their own personal nurse,
to an adult unit where they are expected to function more
independently. But their entire life is transitioning – with
life-changing events such as going to university, starting jobs
and/or entering into a serious relationship for the first time.
The relatively high incidence of poor attendance, self-harm
and, sadly, a suicide made it clear to us that this group of
patients in our unit needed a different approach.
St George’s worked with key NHS stakeholders and an
experienced multi-disciplinary team to create awareness
and responsibility in our young kidney patients, and also
managing staff to improve transition, patient experience and
engagement.  It was clear, however that we lacked a Youth
Worker and our Trust was unable to provide funding for this
novel post.
We approached Kidney Care UK, who immediately appreciated
the need and agreed to fund the post for three years.  We
interviewed in 2015 and appointed Marie-Louise Turner to the

post.  Her caring attitude and innovative approach along with
her formal qualifications – she has a BSc in psychology, and a
Masters with a distinction – meant she fitted the bill.  

Young adults with
kidney disease
have unique
requirements
Our young adult patients have been very appreciative of the
impact of the role on their lives as they receive support well
beyond their clinical care at a time when, in addition to dealing
with a chronic illness, they are working through what many call
their ‘make or break’ years.
We are really pleased that our hospital management team
also appreciates this positive impact and the important
role that Marie-Louise has played and, as of February 2018,
agreed to make her an integral part of the permanent staff
here at St George’s.

Marie-Louise (third from left) in a meeting
with the Renal Transition Team

Note from the editor: Marie-Louisee will be talking about her role as Young Adult Worker in more detail in the
Summer issue of Kidney Matters.
6
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Please email editor@kidneycareuk.org if you would
like to contact us here at the Kidney Kitchen

Kidney Kitchen
With Chef Ripley
We are about to put some fun and colour back into your food!  
The need for good, nutritional and kidney friendly diet advice
is something we hear from kidney patients and their friends
and family every day.  We’ve listened to what you have to say,
and are very happy to announce that our new and interactive
Kidney Kitchen is about to open its doors to you.  
Working closely with the team at The British Dietetic
Association (BDA) – Renal Nutrition Specialist Group, our
own Kidney Care UK chef, Chef Ripley is going to show you
how to prepare simple but delicious and inexpensive recipes
that can help keep you as well as possible if you have kidney
disease.  We will explore savoury dishes, puddings, snacks,
family meals and one or two you would be proud to serve
to guests too.  So please, if you, your KPA or dialysis unit
have a favourite kidney patient friendly recipe, send it in to
our Kidney Kitchen at editor@kidneycareuk.org  and who
knows…. your recipe could be the next one to appear
in Kidney Matters or be demonstrated live in the
Kidney Kitchen.
Paul (Chef) Ripley comes to us with 35 years’
experience of preparing and cooking good food in
our top UK restaurants.  He was Head Chef at The
Seafood Restaurant working with Rick Stein for

over 12 years, and more recently as Head Chef for Nathan
Outlaw.  Paul also ran his own restaurant Ripley’s for 8 years,
has appeared on many TV cookery programmes and regularly
writes for magazines on the importance of sourcing and using
fresh, local, seasonal produce for our meals.
Over the next few months, whether you are a kidney patient
or a professional involved in our care, we hope the Kidney
Kitchen will become an invaluable resource for you.  Along
with online live cooking demonstrations with Chef Ripley, you
will find useful hints and tips on how to eat healthily, see (and
download) other recipes that have been contributed to the
Kidney Kitchen Recipe Exchange and read articles explaining
why good nutrition is so important when you have kidney
disease, and why we may be advised by our renal dietitian to
modify what we eat or drink.
Before long you will be propping up your mobile phone,
tablet or laptop in your own kitchen, choosing your recipe
for the day and cooking them along with Chef Ripley, just
like a professional.  Watch this space for updates on how
the online Kidney Kitchen is progressing.
Wok at the ready; let’s cook!

Paul was Head Chef
at The Seafood
Restaurant working
with Rick Stein

toptips

for a healthier you
Look out for the traffic light
system on food labels to help you
choose options lower in salt.

Photography in the Kidney Kitchen by Beth Drew www.bethdruce.com
www.kidneycareuk.org
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Spicy Beef S

Approved by the:

Serves four

Spring is here and Summer is just around the corner.  It’s time to bring
some fresh food and bright colours back into our food as we thaw out
after a long Winter.  This quick and simple recipe for SPICY BEEF STIR-FRY
will soon put a spring back in your step!

Ingredients
• 2 tablespoons paprika

• 560g sirloin (rump/sirloin) steak

• 4 small tomatoes peeled and sliced • 1 beef stock cube
• 4 spring onions, thinly sliced

• 300 ml water

• 1-2 garlic cloves, crushed

• 2 tablespoons clear honey

• 4 celery sticks

• 2 tablespoons red wine vinegar

• 1 sliced and seeded red pepper

• 2 tablespoons sunflower oil

• 2-3 teaspoons mild chilli powder

• 1 tablespoon Worcestershire sauce

Preparation
1. Cut the beef into 1 cm strips.  Place in bowl.  Add the paprika and chilli
powder, evenly coating the beef.  Leave to marinate for one hour.
2. Cut the celery into 5 cm lengths and then into strips about 5 mm thick.
3. Make up the stock by adding one stock cube to the water and adding
the Worcestershire sauce, honey and red wine vinegar.
4. Heat the oil in a wok or large frying pan and fry the spring onions,
celery and garlic for a minute before adding the steak.  Continue to fry
on a high heat for 3-4 minutes.
5. Add the sauce and cook until the meat is well coated and sizzling hot.
6. Add the tomatoes and sliced red pepper and heat through.  Serve
immediately.
Serve with ….noodles or rice.

Chef Ripley with his seasonal
ingredients
8

Cook until the meat is well coated and
sizzling hot
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Cooking in the kidne

Stir fry

ey kitchen with Chef Ripley
Cut the celery into 5cm lengths

Food Facts
•

Protein: This recipe is very high in protein which is great for people on
dialysis but if you’re CKD stage 4-5 and pre-dialysis you may need to
moderate your protein intake. Ask your renal dietitian if you’re at this
stage of CKD for personalised advice.

•

Salt: Look out for reduced-salt stock cubes and keep quantities low
(such as here) using only 1 stock cube, or less in a recipe for 4.

•

Phosphate and potassium: Rice and noodles are great
accompaniments for people with kidney problems as they are low in
phosphate and potassium. Some people with kidney problems will
have been advised to eat less of these.

•

Storage: Freeze any left-overs (noodles may be frozen along with
the stir fry but we do not recommend you freeze left over rice). To
defrost – remove lid from container and leave in the fridge to defrost
slowly. Reheat either in your wok/frying pan or in the microwave.

•

Vegetarian option: Beef can be replaced with vegetarian protein
such as tofu or Quorn pieces to suit a vegetarian diet.

•

Cheaper option: Substitute beef with turkey or tofu for an equally
tasty but cheaper dish.
www.kidneycareuk.org
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Why I want to give away my
Earlier this year Kidney Matters visited Linda
Pickering, who is one of Kidney Care UK’s
hard-working Advocacy Officers, to find out
why she has decided to donate her spare
kidney to someone she has never met.

spare

Unlike many people who consider altruistic (non-directed) living
donation, Linda knows exactly what is involved. Her work takes her into
dialysis units every week, where she meets and helps patients there
with many of the problems they may be facing – from helping with
benefits appeals and grant applications to supporting KPA and renal unit
fundraising events. She knows what dialysis is all about and what it’s like
to have to wait, often years for a transplant.

Linda explains, “Les was in
the Royal Navy and whilst
serving overseas, was told he
had high blood pressure.  He was
admitted to hospital when he returned
to shore and it was discovered there that
he had an abscess on his ureter.  Back then, the
So, in September 2017 when she walked into the Sheffield Hospital and treatment for this was to remove the kidney and
affected ureter.  The Navy felt it would be too much
told the Transplant Coordinator there that she would like to become a
living donor, Linda knew that ahead of her were months of physical tests of a risk to have him serving abroad and so grounded
him; much to the frustration of Les.
and psychological assessments.
But there’s another, larger than life and even more personal reason for
deciding to put herself forward for this arduous work-up. He is called
Les.  Les and Linda were married for over 33 years.  Les was also a
kidney patient who died of cancer last year.  

In June 1980, having left the Navy and taken up
butchery for a living, he wandered into the canteen
where I was serving food and asked for a cup of tea.
I remember, at the time thinking ‘Crikey…you’re a
bit of alright’.  We got married on 23rd April 1983.  
St George’s Day. Les always said ‘The day St George
slayed a dragon…and I married one!’
I knew Les had only one kidney, but it never
bothered us at all.  We were very happy
together and went on to have our
daughter, Carlene.
In 1994 Les started to feel unwell
again and had a heart attack. He
did recover from this episode, but
by 1996 he was struggling again.  This
time he was told his kidney was failing
and he would need dialysis within 6
months. This diagnosis was a real shock
to us as we had never associated this high
blood pressure with the removal of his first
kidney due to high blood pressure back in 1996.

Les always said ‘The
day St George slayed a
dragon…. and I married one!’

Les and Linda Pickering
10
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But we went away and discussed it and Les decided
he would opt for CAPD (continual ambulatory
peritoneal dialysis) at home, which he started in
April 1997. We managed because there was no
choice other than to manage at that time in our life.  

e kidney
to a stranger
I wanted to give him one of my kidneys but, back
then, we were told it would be in Les’s best interest
to wait on the list for a kidney from a deceased
donor. In order for Les to be accepted onto
the transplant waiting list he had to have a
triple-heart-by-pass operation.

Linda Pickering

been able to do without his transplant.  He also met
his two little granddaughters.

But our life was turned up-side-down again.  After
a regular check-up the renal consultant expressed
concern that a liver test was suspect. Les was sent off
for scans and further tests and we were referred to
Early in the morning of 13th March
an Oncologist. Les had inoperable liver cancer and we
2000 Les got his call and received the were told in December 2016 that he had only weeks
gift of life from a total stranger.
to live.
He always said 2000 would be
Les kept us laughing right up to the end and we had a
his year. And from this point big family party in January 2017.  But in February 2017
on we had an amazing
he passed away at home, with me by his side.
and happy 17 years
I always knew that if Les had needed another kidney,
together, thanks to
make no mistake, he would have one of mine.  So, as I
that gift from someone
continued to work with kidney patients and get to know
we had never met. Our
how they struggle while they wait for a transplant, it
daughter was married
just became clear to me that if Les was not going to
during this time and
benefit from my spare kidney, someone else would.
Les got to walk his
Carlene knows why I want to do this and how
beautiful girl
important it is to me. Of course she was worried at
down the aisle;
first, because she has already lost her father, but is
something
completely supportive of this decision now.
he would
I am now part way through the process of being
never
have assessed. I have had the initial physical test and I have
met with the psychologist whose job it is to ensure
I know what is involved and that I am doing this for
the right reasons.  I await the results of the detailed
physical assessment I had recently.  I will not know
whether I am fit enough to continue, for a couple
of weeks yet, but I keep my fingers crossed
that I am fit enough to fulfil this wish to help
someone, somewhere have a life away
from dialysis.
And this is for my Les too.”

To see the live interview
with Linda, go to:
https://www.kidneycareuk.
org/linda-interview

Note from the Editor
If Linda’s story has moved you to find out more
about altruistic donation or if you would like to find out more
about donating a kidney to a friend or relative, please go to https://
www.organdonation.nhs.uk/about-donation/living-donation
Look out for part two of this series on altruistic organ donation in the
Summer issue of Kidney Matters where we will report on Linda’s
progress, and continue to explore both living, non-directed kidney
donation and living, directed kidney donation.
www.kidneycareuk.org
photography and video by Keith Pennington

Issue 1 Spring 2018

11

By Sue Lyon
Freelance Medical Writer
& Editor, London

Fertility, pregnancy and kidney disease

Kidney Clinic

Baby talk
Life with chronic kidney disease (CKD) is full of
questions: how long before my kidneys fail? Can I have
a transplant? Which sort of dialysis should I choose?
Can I dialyse at home? And some women also wonder
whether they can, or should, have children. The good
news is that, by planning ahead, many women with
kidney disease can become pregnant and have a
healthy baby.
“Today very few women with kidney disease are advised
not to get pregnant, and even then, it’s up to a woman
and her partner to decide. But it makes sense for any
woman with kidney disease, who is thinking of becoming
pregnant, to be aware of any possible problems and
to discuss them in advance with her
doctors,” says Professor Liz Lightstone.
Liz is Professor of Renal Medicine at
Imperial College, London, and has a
special interest in pregnancy in CKD.
Planning for pregnancy
Any decision about pregnancy
depends on a woman’s age and
fertility, but timing is
especially important

if she has CKD. Generally, the better a woman’s kidney
function, the better her and her baby’s outcomes. So
doctors recommend an earlier pregnancy if kidney disease
is likely to progress over time, while it is better to wait for
symptoms to settle down if a woman has a disease like
lupus that flares up.
Effective contraception is therefore key for women
with kidney disease. Liz advises: “Each woman needs
individualised advice about contraception, but long-acting
methods like the progesterone implant or Mirena coil are
much more reliable than condoms, which have a high
failure rate even with ‘perfect’ use.”
A woman with kidney disease should plan to have her baby
at a hospital with specialists in obstetrics and neonatal
care, as well kidney specialists. “We now realise that even
comparatively early CKD can influence the outcome of
a pregnancy and increase the risk of conditions like
pre-eclampsia,” explains Liz.
Pre-eclampsia usually occurs after 20
weeks of pregnancy, and is detected
by a combination of high blood
pressure and

Soraya Kadri and her
one year old twins,
born post-transplant

12

Issue 1 Spring 2018 www.kidneycareuk.org

protein in the urine. Since delivering the baby is the only cure for
pre-eclampsia, women with this condition are more likely to have a
premature baby who therefore has a higher risk of poor outcomes.  
Another reason for careful planning is that some medicines commonly
used in kidney disease should not be taken during pregnancy. These
medicines include the immune-suppressants cyclosphosphamide,
methotrexate and mycophenolate, as well as rituximab and belimumab.
ACE inhibitors like ramipril and lisinopril and ‘ARBs’ like losartan and
irbesartan are also not recommended. Women planning a pregnancy
should switch to other blood pressure-lowering drugs to make sure that
their blood pressure is well controlled.
“I recommend waiting until you are doing well on these alternative,
safer medicines before you try for pregnancy. If you discover you are
pregnant in the meantime, never stop any of your medicines without
talking to your doctor,” advises Liz.

“The good
news is that,
by planning
ahead, many
women with
kidney disease
can become
pregnant and
have a healthy
baby”

Soraya’s story
Soraya Kadri, aged 30, gave birth to twins
Amelie and Albie in February 2017, nearly
three years after her kidney transplant.
Soraya says: “I planned my pregnancy, and
before I got pregnant my immunosuppression
was changed to avoid mycophenolate. During
my pregnancy, I had regular appointments
with a specialist obstetrician as well as my
kidney doctor. I had to have a caesarean,
and during the operation one of transplant
surgeons was there to make sure that my
kidney was not harmed. It wasn’t an easy
pregnancy and the twins were premature, but
they are fine now and I have better kidney
function than before I became pregnant and
gave birth!”
After being diagnosed with CKD due to
IgA nephropathy when she was 20 and at
university, Soraya received a kidney transplant
from her father. Sadly, the transplant failed
after a year and she needed dialysis. Family
and friends offered to donate a kidney, but
none were a match. In 2014, Soraya received
a kidney from an altruistic donor through the
paired donation scheme.

Pregnancy and birth
Some women with kidney disease may need to give birth by caesarean
section—for example, if they develop early pre-eclampsia. However,
assuming that all goes well during pregnancy, most women can have a
normal vaginal delivery.
Kidney transplantation
Most doctors advise delaying pregnancy for at least one year after a
kidney transplant. Liz emphasises that prednisolone, azathioprine,
tacrolimus and ciclosporin can all be taken during pregnancy. “If
you want to, you can also breastfeed while taking these drugs.
Mycophenolate is the only drug that you should absolutely avoid while
breastfeeding,” she adds.
www.kidneycareuk.org
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Dialysis
Fertility is lower in women on standard three-times weekly
haemodialysis or on peritoneal dialysis, but pregnancy is
possible. “For this reason, I recommend using contraception
if you don’t want to get pregnant on dialysis. If you are on
haemodialysis and contemplating a pregnancy—perhaps if
a transplant is unlikely in the near future—you can improve
your fertility by increasing the amount of your dialysis; do
discuss this with your doctor,” says Liz.
To prevent large rises and falls in blood pressure, a woman
needs very gentle daily (i.e. six times weekly) dialysis
throughout her pregnancy. “This is demanding for a
woman, but it does mean a much freer diet and a higher
fluid allowance—and she is more likely to give birth nearer
term and have a well-grown baby,” comments Liz.

RaDaR pregnancy register
The National Registry of Rare Kidney Diseases (RaDaR) is a
Renal Association initiative designed to collect information
about certain rare kidney diseases. RaDaR now has a
Pregnancy and CKD Group that aims to recruit all UK
pregnant women with kidney disease, including those with
early CKD (Stages 1 and 2), as well as women on dialysis or
with a kidney transplant.
Liz urges pregnant women to register for the Pregnancy and
CKD Group, even if they are already included in another
RaDaR group. “It is only by collecting real-life data that
we are going to get the information that we need to give
women up-to-date advice about fertility, pregnancy and
kidney disease,” she concludes.

What about men with
kidney disease?
Some drugs used to treat kidney disease—for example cyclosphosphamide—can reduce a man’s fertility. In these circumstances, a
man should talk to his doctor about the possibility of sperm banking
before starting treatment. There is controversy about the impact
on a female partner if a man is taking mycophenolate mofetil or
mycophenolate acid. Couples planning a pregnancy are advised to
discuss this issue with the man’s kidney specialist.

14
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More information
Talk to your kidney doctor if you want
to join the RaDaR Pregnancy and
Chronic Kidney Disease Group. For
more information on pregnancy and
kidney disease, www.kidneycareuk.
org/pregnancy-and-ckd-leaflet.

2017 Patient Reported
Experience Measure
The results of the 2017 Chronic Kidney Disease Patient Reported Experience Measure
(PREM) for England and Wales have now been published. 56 out of the 57 adult
renal centres in England and Wales participated in this important kidney patient
assessment of how our treatment and care is delivered and what aspects of it could
be improved.
Congratulations if you were one of the 11,027
patients in England and Wales who took the time
to complete a 2017 PREM questionnaire.  This
comprehensive, patient-focused review asked us
to evaluate and rate 14 aspects of our treatment,
from ‘access to the renal team’, information on
‘fluid and diet’ to ‘privacy and dignity’ in our
everyday treatment.
The data compiled from this report reveals that
our age, sex, treatment type or ethnicity has
little bearing on our perception of how we are
treated at our unit.  This means that the key
factor to focus on in improving the kidney patient
experience of renal services is the renal unit
where we are treated.
This detailed and frank assessment of our care
helps identify common grievances and means
providers of our care are better able to prioritise
change according to our need. The PREM report
also represents a watershed moment with the
formal recognition of patient experience as a
quality marker in renal care. So, we are now
formally part of the driving force for change.
Please help us maintain momentum by completing
the 2018 PREM questionnaire which will be
available online and from your unit in hardcopy,
from June.  We know that renal units are busy
places so, if you are not approached by a member
of staff to complete a PREM questionnaire please
ask, and help us to encourage even more patients
to participate.
The PREM 2017 report showing how your unit is
rated is available online at:
https://www.kidneycareuk.org/prem-2017

“The PREM report also
represents a watershed
moment with the formal
recognition of patient
experience as a quality
marker in renal care”

www.kidneycareuk.org
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From the Front Line
Because, together
we most certainly CAN
News of proposed changes to our care and access to treatment hit the headlines
almost on a daily basis. Here at From the Front Line we bring you up-to-date with the
top issues we face as a patient population, what part Kidney Care UK is playing to
address them and how you can help too.
If you become aware of any issues affecting kidney patients locally that you feel may be of interest
to our Kidney Matters readers nationally, please get in touch with us at editor@kidneycareuk.org

Organ donation – the
opt-out consultation
The Government is asking the English and Northern
Ireland public for their views on how to make it easier
to donate their organs. To date there have been over
17,000 responses. Kidney Care UK welcomes this
work. It is our view that an opt-out system is likely to
result in more potential donors being identified, and
as a consequence of that, more successful kidney
and simultaneous kidney/pancreas (SPK) transplants
may take place. At an event held in London on 22nd
https://www.kidneycareuk.org/hunt-interview
February where MPs heard from several people,
including the footballer Andy Cole about how a
transplant had affected their lives, the Government
announced that it would support a Bill to change the law on organ donation in England. The consultation finished on March
6th, just before World Kidney Day.  Watch out for Government announcements on what happens next!
Jeremy Hunt held a live Facebook Q&A session on 5th March.  He was joined by Fiona Loud, our Policy Director and Sam
Newman, Specialist Nurse for Organ Donation.  To watch this session go to the link above and then look for the watch it on
Facebook link

Brexit
We are due to leave the European Union next year – Brexit. The potential impact of Brexit on kidney patients in the UK
includes -  

The EHIC card scheme
Currently, the EHIC card allows for people from any country within the EU to travel anywhere within the EU and receive
medical treatment should they require it whilst away from home.  This arrangement also applies to patients who require
dialysis whilst travelling in EU countries.  What will happen post-Brexit is still unclear and the concern is that this reciprocal
16
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arrangement will not be continued.  This
may result in patients having to pay for
their dialysis when traveling in the EU.
More details are described in this recent
report from the House of Lords for
which we gave evidence https://www.
parliament.uk/business/committees/
committees-a-z/lords-select/
eu-home-affairs-subcommittee/newsparliament-2017/reciprocal-healthcare-report-published/
What you can do: write to your MP or MEP.
There is information on the Kidney Care UK
website.

The movement of organs from deceased
donors in the EU
No agreement has yet been reached
on how the movement of organs from
deceased donors will be affected
by Brexit.  Currently, organs which
cannot be used in the country of
origin are subject to EU regulations
which allow for them to be moved
around Europe to meet the needs of a
European neighbour.  We will update
you on this and other issues in the
Brexit debate.

KERNOW Clinical Commissioning
Group (CCG) reverse planned cuts
to funded transport for patient using
unit based dialysis
Last August we were informed that the Kernow CCG planned to bring
in new guidance on funded transport for many of its patient groups.
The consultation had concluded that regardless of frequency of use, all
patients would now pay for travel to and from hospital unless their income
was very low or they needed an ambulance.  An analysis by the renal unit
at the Royal Cornwall Hospital, showed that half of all CKD patients using
hospital based dialysis would not be covered on this basis.
Following our challenge to Kernow CCG, they delayed implementing this
policy so that further consultation could take place.
We are happy to report that this decision has now been rescinded and that
from 5th April 2018 all patients in the care of Kernow CCG using unit based
dialysis had their transport to and from their dialysis unit, fully funded.
Fiona Loud, Kidney Care UK Policy Director commented, ‘We welcome this
news, are relieved that kidney patients travelling to dialysis will no longer
have to worry, are pleased that the CCG listened to the concerns of kidney
patients and that they rose to our challenge. Dialysis travel is a key part of
a really demanding treatment.’
If your local CCG has instigated a consultation on patient transport or if a
change is being imposed which adversely affects CKD patients on dialysis,
please get in touch. with us at editor@kidneycareuk.org.

Could you be a Kidney
Care UK Trustee?
Kidney Care UK is the UK’s leading kidney patient support charity,
which for over 40 years has been providing support to kidney
patients, and working to improve health and social care services
for patients, their families and carers. With around 100 patients
supported every week, and around £2million invested every year
in research, funding health and social care professionals and
improving services, we are committed to enhancing the quality of
life for everyone affected by kidney disease.
Kidney Care UK’s Board of Trustees currently has 10 members but
this will increase to between 14 and 20 as it seeks to broaden its
range of experience and skills.  Trustees are expected to attend
the main Board meetings which occur four times a year, twice in
London and twice in Alton, in Hampshire, the headquarters of the
Charity. Each Trustee will also be a member of at least one of the
sub-committees: Governance, Strategy & Risk; Grants; Finance,
Investments & Audit; and Staffing & Remuneration..

Kidney Care UK’s Trustee Board
is currently seeking a further
2 – 4 Trustees.
The Charity’s current principal
source of income is from an
extensive portfolio of investments
and we now wish to broaden our
income streams to enable more to
be done for our beneficiaries.
Further information and an
application form can be obtained
from the Chief Executive,
Paddy Tabor at:
paddy.tabor@kidneycareuk.org

www.kidneycareuk.org
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Looking on the bright
kidney and pancreas
1982 was a hellish year for my whole family. My
brother-in-law was called up to fight in the Falklands, my
dad had a heart attack and I started middle school. All these
incidents bring back bad memories for me.

The needles were long on the end of cumbersome glass
syringes, and testing blood glucose levels was done in test
tubes – there were no disposable blood glucose testing strips
available then.

One morning, just after my 11th birthday in September, I woke
my mum to tell her that I was thirsty and needed a drink. I
came back up to bed and told my mum I’d drunk half a pint
of milk, which was unusual for me as I didn’t like milk. This
ferocious thirst continued and within two weeks my mum and
dad were called into school to witness my school ‘medical’.
I had become so thin you could see my ribs and they were
accused of not feeding me. My parents arranged for an
emergency appointment with our GP who dipped his finger in
my urine and could smell sugar. He suspected type 1 diabetes,
and this diagnosis was confirmed at a further appointment
with the paediatrician at hospital.

At school, I suffered years of intense bullying as a result
of my diabetes; everything from being sat on to having
sherbet forcibly poured down my throat. Children are cruel
sometimes. This treatment at school saw me suffer a complete
breakdown at the age of 12. A new paediatrician asked if we
had heard of ‘diabetic holiday camps’ and he gave permission
for me to go. My first and second camps were at Purbeck Hall
in Swanage in Dorset, and my third (in 1986) was at Kirkley Hall
in Northumberland. I didn’t know it then but this is where I
would go on to meet the love of my life. They were great. It
was the first time in my life that I realised I wasn’t alone
with diabetes.

I had heard of diabetes and knew some vague details about it
but had no real knowledge of how damaging it is to the body.
At that time, the doctors told my parents there was no cure
for type 1 diabetes and I would need to take regular injections
of insulin for the rest of my life to treat
it. We were all devastated.

Mandy
with Graeme
and Aiden
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side of life with a new
By Mandy O’Connor

Over my teenage years I did definitely neglect my diabetes. I
admit that I did not always take my insulin injections and my
blood glucose levels spiralled out of control as a consequence
of this. I just didn’t want to listen. I married and always put
the health of others before mine without realising the extent
of the internal havoc I was wreaking as a result of this neglect.
Fast forward 17 years. My marriage had broken down and I
moved north to Co Durham and met up again with Graeme,
whom I had initially met 24 years earlier at Kirkley Hall. He
was the one who realised just how out of control my diabetes
had become and persuaded me to have an insulin pump. My
diabetes stabilised and within a year, at the age of 40 we
discovered that I was pregnant. I had Aiden, who was born
prematurely as my organs were starting to fail.
Within 12 months of Aiden’s birth
my kidneys were working at
21% and regular monitoring
was needed. Over
the next few years
my energy levels
dropped and I was
constantly falling
into a deep sleep.
I lost my appetite
and knew I
had to be

Mandy with sons, Joshua and Aiden

careful of what I ate in order to preserve what little kidney
function I had remaining. I was told that at some point I
would need dialysis. When Aiden was 4 I was told I needed
a transplant as my kidneys were failing fast. My first thoughts
were fear that I might not live to see my two sons grow
up. I saw the surgeons and consultants at the Freeman in
Newcastle and was told I was on the transplant waiting list for
a simultaneous pancreas and kidney (SPK) transplant.
I had to wait for 18 months before a match was found and
I had the transplant. I cannot believe the difference in how
I feel. For me, the main thing is adjusting to life without a
pump, constant blood monitoring and carb counting.
But by far the most noticeable difference post-transplant
is the amount of energy I have now. I have never felt so
energetic. It’s still early days and I am still taking a lot of
medication. I also need to avoid potential infection as I now
have to artificially suppress my natural immune-system so
that my body does not recognise these two new organs. But it
is a very small price to pay for the way I now feel.
I’ll always be grateful to my donor’s family for making the
decision to donate his organs. It was not just my life
that was saved. Their wonderful gift changed other
people’s lives too. This gift has changed my
family’s life, as I look and feel so much more
healthy. Graeme and I get married in May
this year after 8 years together and
knowing each other 32 years.
Now it’s time to really start
to live!

I didn’t
know it
then but this is
where I would go on to
meet the love of my life
www.kidneycareuk.org
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Fundraising for
“Thank you to our amazing army of over 2,000 fundraisers
who do so much for us every year. Whether it be; running,
sky-diving, cooking, organising village fetes, cycling,
climbing mountains or clambering through mud – you all
make a difference to kidney patients’ lives.
And it’s not just about those of you who take part in
physical challenges who raise funds to help us support
kidney patients all over the country. Our regular donors,
stamp collectors, collection tin holders, and supporters who
leave a gift in their will - all help us provide so much support
to kidney patients.”
Whatever you did for Kidney Care UK to help us support
kidney patients, your efforts raised over £1.5 million in 2017.  
Andrew Mooney

Our fundraisers are here to support you and make sure the
experience of fundraising is enjoyable and successful. If you
are part of our team, pat yourself on the back. You save lives!

Martin Rossiter
20
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We have a diary packed with fundraising events taking place
near you, all year.  From The Cotswold Way Challenge in
June to The Big Fun Run and Dog Jog in London in October
there are over 25 events already planned. There will certainly
be something amongst them worthy of getting those old
trainers on, grabbing the dog and turning up to join in. To see
what’s going on go to https://www.kidneycareuk.org/challenge-events

Toptips

for a healthier you
Homemade meals are better for
your kidneys than processed
food as you can control
the amount of salt.

THANK-YOU
Mark Gordon

who ran the Dublin Marathon and raised
more than £3000

Rob Lawrence who cycled from Vietnam to Cambodia
and raised more than £5500

Vivien Edgley

who raised more than £1000 selling our
Christmas Cards

22nd April 2018 is a big day for us.  It’s the first time Kidney Care
UK has secured places for its own team of runners in the London
Marathon.  This massive fundraising event raised over £60 million
for charity in 2017 and is, without doubt, the biggest fundraising
challenge there has ever been in the UK.

Kidney Care uk
Our team of 4 includes: Maddie Warren, a dialysis patient who
is challenging herself this year to mark her 20th anniversary on

Maddie Warren

“Whether it
be; running,
sky-diving, cooking,
organising village
fetes, cycling,
climbing mountains
or clambering
through mud –
you all make a
difference to kidney
patients lives.”

dialysis; Martin Rossiter, who is father of a kidney patient and
husband to a donor; Stephanie Devoy, who lost her father to kidney
disease when she was just 9; and Andrew Mooney, who joined the
team shortly after discovering his father had kidney problems.
We’re planning an even larger team for the 2019 London Marathon.
Register your interest by getting in touch with us here.

Stephanie Devoy

Need some help or inspiration? See our
fundraising page:-  www.kidneycareuk.org/
get-involved, or call us on 01420 541424.

We’re here to support you support kidney patients.
www.kidneycareuk.org
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At one of my training sessions with The Toronto Knights

Fortunately for
m e ,

By Eric Douglin

now
look to
alternative ways
to maintain a reasonable
level of fitness, despite battling the
side-effects of daily steroids, which are part of my immune-suppressing medicine.
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x
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Fortunately for me, not long after being diagnosed with
chronic kidney disease (CKD) I received a kidney from my
wife Mandi in 2010.

Before the debilitating symptoms of CKD set in I had been a
very keen sports person, regularly engaging in high energy
sports; an interest that culminated in me setting up and
running my own basketball club so my four children and I
could keep fit through organised sport.

i
c
r

e
s

Pounding along on a running machine in a gym has never
appealed to me, and I know I would feel self-conscious trying
to keep up with the other thin, fit bodies in this contrived
environment. So, I have invested in a rowing machine and
exercise bike to maintain and increase my cardiovascular
fitness at home. I also have an XBOX and use the fitness
activities on this every evening, usually challenging Mandi to
a virtual race around the block.

So, to be told, after my transplant that I would need
Although I couldn’t play basketball against other
to be off work for three months and visit the
players, I was able to continue coaching young
hospital every other day to monitor the
players, which still sees me running up and
Pounding
progress of this new kidney, was a blow
down the court to demonstrate skills.
along
on
a
to my well-established fitness regime.
This was the one area of sport I was
However, once my new kidney kicked running machine afraid I might have to give up after my
transplant, and I was so grateful when
in, which was almost immediately, I
in a gym has
this compromise came to light.
realised just how ill I had been during
never appealed Since having the transplant I have
the previous months and possibly years.
become more conscious of what I do with
The improvement in my overall health
to me.
and
put into my body.   Regular exercise,
was dramatic however gentle, will keep your heart strong
• The feeling of lethargy disappeared and I felt
and limbs moving whilst on dialysis. Upping the
energised
ante post-transplant to incorporate more exercise that
• My extremities no longer felt like ice.
raises a sweat to increase cardiovascular strength will,
• The grey ashen hue of my skin was gone
without doubt, protect your transplant for longer and help
• The constant feeling of nausea disappeared completely
you maintain a healthy weight. I suppose, like most people
Eight years post-transplant, I am trying to live as healthy a who have received this gift of life, I am more aware of my
lifestyle as possible.  It made sense to me to bid farewell to mortality now.  Once I believed I was indestructible.
contact sports like football and basketball (although I can and
do still practise alone) to protect this valuable transplant.  So, I

22
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Here’s to the next 8 years of exercise and healthy living.
The Team with me on far left, crouching

Let’s work together!
by Sue Lyon,
freelance medical
writer, London

How the Kidney Patient Research Partnership
is promoting much-needed research into
kidney disease

The Kidney Patient Research Partnership is an alliance between Kidney Care UK and the
British Renal Society (BRS), and offers funding for research to improve the lives of kidney
patients. The aim is to increase the amount and quality of research in both the practice of
kidney disease treatment and patient support.
More information
For more information about
the Kidney Patient Research
Partnership, visit:
http://britishrenal.org/
research/current-grantround/

Since the Kidney Patient Research Partnership began, grants from Kidney Care UK have
funded research that has improved patient care through better resources, education and selfmanagement. Research has resulted in greater understanding of depression in kidney patients
and the benefits of exercise for patients, and has influenced the introduction of new services,
clinics, screening and treatments.
To date, more than 60 research grants have been awarded, amounting to £1.6 million in
funding. The number of applications for grant funding has increased each year, and 2017 was a
record year with 32 applications compared to 25-27 in previous years.
Applications for research grants come from a wide range of professionals, including nurses,
doctors, dietitians, physiotherapists, social workers, counsellors and psychologists. The
applications are assessed by a joint research committee, which includes kidney patients,
health professionals and researchers. The committee is chaired by Professor Paula Ormandy,
Professor of Long-Term Conditions Research, University of Salford.
Paula comments: “From the applications received, we could easily fund between 8 and 10
really useful patient-focused, important studies, but we keep within the grant funding available
of £150,000, which involves some difficult decisions to make in the committee meeting.”
Kidney patients have been members of the joint research committee since 2010. Every year,
patients are also recruited as partners in research to review the grant applications and assess
the importance and impact of the proposed research to patient care and patient priorities.
Guy Hill, a kidney patient at Manchester Royal Infirmary, has reviewed grant applications.
He comments: “As a long-term patient of 20 years, I have always been interested in kidney
research with one eye on my own disease (IgA nephropathy), but also any news that advances
and eases the renal pathway. So much research goes on unseen or badly publicised, so the
Kidney Care UK request for patient assessors is a real breath of fresh air.”
According to Guy, assessing the applications is a really positive use of the internet in
communicating between patients and interested groups. “The application form has been
simplified so that it is easy to read, understand the proposal and see who is behind it. The
assessment is done in a simple manner and with a chance to comment, although the final
decision to fund or not is very hard to make,” he adds.
Paula believes that involving patients as partners in research has numerous advantages and
has proved invaluable. She concludes: “It brings the research priorities of patients to the
forefront of the research committee’s discussion, directly influencing the research agenda,
alongside highlighting studies in which patients would not engage.”

www.kidneycareuk.org
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Advocacy at
your service

What do we do?
Our Advocacy Service is a 10-strong team who have direct patient, carer, or healthcare giving
experience. In fact, six of the team are CKD patients themselves with experience of renal replacement
therapy and the challenges that brings at every stage of the journey. We’ve lived with dialysis, the
diet and fluid restriction and faced the struggles of transport, organising a holiday or gaining work
and holding onto a job. We’ve also experinced the challenging wait for a transplant from either a
deceased donor or via living kidney donation from a member of our family or someone close to us.
We understand the joy a transplant brings, but we also know about the impact losing a transplant has
personally and to an entire family.
Naturally, we feel this collective experience equips
the Advocacy Service with unique insight and genuine
understanding of the whole patient pathway, and what
assistance all patients with CKD need. The team is
passionate about its work and we believe it is this drive
that complements the care and support provided by
NHS professionals. Importantly, we are an independent
service. We are unbiased and so able to provide a sensitive,
confidential and professional level of support to you, your
family and carers.
We listen and then we listen some more. We understand that
often, for many individuals taking the first step to contact

us can be a challenge. By listening carefully we can often
unravel and decipher exactly how we can best assist you.
Then we take action.
The Advocacy Service is all about taking action on behalf of
people. Every week we receive enquiries about benefits,
housing, transport, treatment choices, work and simply
managing day-to-day life. We are keenly aware that a
diagnosis of Chronic Kidney Disease and treatment of renal
failure can leave individuals and indeed families struggling –
physically, emotionally and financially – looking for answers
and a helping hand to overcome challenging and deeply
frustrating situations.

The Kidney Care UK Advocacy Team
London and Head of Advocacy
Scotland

Ewen Maclean

North East England, Yorkshire & the Humber

Linda Pickering

North West England
Northern Ireland
Wales
East Midlands and East of England
West Midlands

Rob Finnigan
William Johnston
Francesca Teasdale
Sandy Lines
Giulietta Whitmore

South West England

Kate Cresswell

South East England

Caroline Young

To get in touch with your local Advocacy Officer either email us at
info@kidneycareuk.org or call Head Office on 01420 541424
24
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We are unbiased
and so able to
provide a sensitive,
confidential and
professional level
of support to you,
your family and
carers

We help people to gain access to the right services,
professionals and support and, where necessary ensure
every individual is properly represented so that their views
and wishes are known.

We don’t have magic wands, but we can help. We write,
phone, email, and facilitate meetings to support individuals
with specific problems. Furthermore, we can assist in grant
applications for those who meet the criteria.

Our network of 10 advocates spread throughout the UK are
trained to listen and support but also to fight their corner
to achieve the best outcome. This means being persistent,
resilient and challenging when the need arises. We often act
as a bridge between the patient and the renal units, local
authorities, the Department for Work and Pensions and
sometimes local MPs.

We also hope to be a link of support between our Charity
and local KPAs who may require it, knowing that strong and
informed KPAs are an essential ‘local’ support for patients
and their carers.

Opportunity to work for the
UK’s leading Kidney Patient
Support Charity

Your Advocacy Team. From left to right Caroline Young, Ewen Maclean,
Linda Pickering, Sandy Lines, Kate Cresswell,
Francesca Teasdale, Giulietta Whitmore and
William Johnston

PART TIME Patient Support & Advocacy
Officer, up to 25 hours per week
POST REF: ESAO

An exciting opportunity has arisen to work for Kidney Care UK as Patient
Support & Advocacy Officer for East of Scotland.  Kidney Care UK wish to
appoint an enthusiastic and ambitious individual, possibly a kidney patient
or someone with close links to someone with kidney disease, who has
excellent communication skills and the ability to work with patients, carers,
health professionals and relevant health and community stakeholder groups
throughout the East of Scotland. The successful applicant will join our team of
experienced Advocacy Officers. Full training will be provided. The position will
be home-based; travel within the region will be required.
A full job description and person specification are available by request via email
at info@kidneycareuk.org, by phone 01420 541424 or from our Headquarters at
Kidney Care UK, 3 The Windmills, St Mary’s Close, Turk Street, Alton GU34 1EF.

Home-based (travel required)
Area: East of Scotland
Salary: £17,000 PA
based on 25 hours per week
Applications by CV and covering letter
should be addressed to Nicholas Palmer,
Head of Patient Support Services, at
the address above and clearly marked
“Advocacy Application” with the post
reference (“ESAO”) on the application.

The position is subject to satisfactory references and a DBS check.  Closing date
for applications: Friday 16th May 2018.  Interviews are to be held in: Edinburgh
on Thursday 24th May 2018.  Starting date: July 2018.
www.kidneycareuk.org
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Jacquie Fraser, one of
the Kidney Care UK
Counselling team

We are a team of trained, professional Counsellors with access
to a network of support services geared to help us support you.

The Kidney Care UK
Counselling service

We CAN help you

We all spend time worrying about troublesome situations
in our lives, and we can usually deal with them by getting
a good night’s sleep or treating ourselves to an evening
out.  However, because chronic kidney disease affects us
in so many ways for the rest of our lives, situations and
concerns can sometimes overwhelm us and those people
around us.
These are times when we need
to speak to someone who really
understands and can offer
professional, constructive help and
advice.  Often a conversation is all
we need – someone who is not
family, to talk to. But for those bigger,

Call us on 01420 541424
to book an appointment.  
Our appointment system
is quick and efficient,
and means that the time
we allocate to you will
not be interrupted by
other calls.
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sleep-depriving situations sometimes a conversation is
not quite enough and this is where we can discuss ways
geared to helping you cope with the added pressures that
are part of chronic kidney disease.
Whatever your need and whatever your role in the life of a
kidney patient, do not suffer in silence.  We CAN help you.
Our service is friendly, free and completely confidential.

What’s in our next issue
of Kidney Matters
In the Summer (August) issue of Kidney Matters we have some great articles, another tempting recipe from our Kidney
Kitchen, our Kidney Clinic opens its doors again to discuss another medical issue associated with CKD, and we have some
very important updates to give you.
•

I live with my wife, my eleven year-old daughter and my 21 year old kidney
and I design and build amazing small spaces. Meet Bob Demel who has
turned a hobby and art-form into a living.

•

An update on the allocation process for organs from deceased donors in
the UK.

•

Part 2 of our series on altruistic donation - Find out the next step in the
altruistic kidney donation journey.

•

Are you a kidney patient? Want to go on the adventure of a lifetime? Find
out how to register your interest in crewing with Jacquie Dowding as she
sails around the UK in 2019 on Cascadeur to raise awareness of kidney
disease and transplantation.

•

We update you on the proposed Opt-out change of law and what this
means to all those waiting for a transplant in England.

•

Marie-Louise Turner explains her work as a Young Adult Worker helping
patients transition from paediatric care to adult care.

When was the last time you had a good nights sleep?
www.peaceandquietcare.co.uk

SILENCE IS GOLDEN

Our Quiet CareUnit Soundproof Box eliminates all noise from
Renal Dialysis Machines - an environment that causes discomfort,
upset, stress, broken sleep, interrupted thoughts, problems with
conversations and difficulty working. Not just with patients
receiving treatment, but also their family members and friends.

You can have The QuietCare Unit from

just £8 a week

plus Initial payment - Grants may be available

Visit our website
peaceandquietcare.co.uk
to learn more about this
amazing product and

GET YOUR
LIFE BACK!

CAN BE FITTED IN 1 MINUTE
A bettter quality of life, sound sleep,
no noise, no stress.

Watch the videos
and read the
testimonials on
our website

“I’m amazed how effective your soundproofing is.
Tom Smith knows all about soundproofing!”
BBC’s DIY SOS, Nick Knowles

Peace and Quiet Care Ltd.
W: www.peaceandquietcare.co.uk • T: +44 (0) 161 956 2002 • E: peaceandquietcare@mail.com
www.kidneycareuk.org
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Come crew with me - circumnavigating
raise awareness of kidney health and
As a professional sailor, the very thought
of not being able to work or be free to
sail does not fit into my life plan.
I received my first kidney transplant 30
years ago.  That day I was given the gift
of life.  When I was young my father and
I used to sail his dingy

28

together.  But my passion for sailing grew
very steadfastly from those early days
into a need to sail competitively and
extensively.  In 1989 I sailed, with a crew
of transplant recipients, in the legendary
Fastnet Race from Southampton to the
Fastnet Rock, sailing back into Plymouth.  
We could not have taken part in this race
without generous sponsorship from
Fresenius. It was the

Issue 1 Spring 2018 www.kidneycareuk.org

trip of a lifetime for each and every one
of us; a real challenge mentally and
physically and a fitting testament to
all families of deceased donors, living
donors, the professionals who treat us
and the life-changing gift that is organ
transplantation.
The next 29 years saw me notching up
over 25,000 sea miles. This included
crossing the Atlantic, the Caribbean and
the Pacific Coast of Central America. I
also sailed from Sweden
home

the UK in Cascadeur to
organ transplantation
By Jacquie Dowding,

to the UK to raise awareness of organ
donation and transplantation. The
voyage was exhilarating for me and
was met with great enthusiasm by the
press and everyone associated with
organ donation and transplantation in
both countries.
I now live permanently on my boat.

to Spain with a friend as First Mate.  
However, whilst in Brittany my First
Mate became ill and we had no
alternative but to return to the UK.  
During that period of regrouping
back in port, I put myself back on
the transplant waiting list.  Two
weeks later I got ‘the call’.

My precious kidney started to fail
about 6 years ago and I thought I
had hit a brick wall.  But I persevered
and in 2017, with careful planning, I
suspended myself temporarily from
the transplant waiting list here
and sailed off

So today, once again
successfully transplanted,
with great support from
my medical team at Guy’s
– many of whom are
sailors themselves – a
plan has been hatched.  

You could be part of it

We have secured the loan of a charter vessel, Cascadeur.  
In 2019 – precise dates yet to be decided but rest
assured, our voyage will take place in the warmer months
– we plan to sail around the entire coast of the UK for the
very same reasons my transplant crew and I competed in
the Fastnet back in 1989. As then, the ‘crew’ will consist
of any renal nurses, doctors and transplant patients who
are up for the challenge. We will be stopping at ports
regularly to drop people off and take on board others,
with a professional Skipper and First Mate on-board
at all times.  You have the option of staying with us for
however many legs of the trips suit you.
We have some sponsorship already in place but we do
need much more in order for this epic voyage to take

place, and we may ask you, if you are joining us as a crew
member, to raise a small amount of sponsorship yourself
to cover essential supplies and insurance. Please get in
touch with us via the editor of Kidney Matters at editor@
kidneycareuk.org if you feel that you too would like to
sponsor this voyage.
Details on how to register your interest to come along and
crew, will appear in the next issue of Kidney Matters, along
with dates. If you have any sailing experience at all your
commitment to this voyage would be a valuable asset.
Kidney Care UK will be supporting this venture and
covering events from day one.
This is your opportunity to join us in the VOYAGE OF A
LIFETIME. Watch this space.
www.kidneycareuk.org
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Coronation Street runs
kidney disease, organ
donation and transplant
storyline, raising awareness
of plight of kidney patients
Soap praised in Parliament for efforts
to highlight issues around kidney
disease and transplantation
When Kidney Care UK was asked to advise the researchers
and writers of the soap for this recent storyline, we saw it as
an opportunity to right some of the wrongs from the past. We
spent time going through scripts offering advice on appropriate
language and timings as well as potential make up. We sent
the team plenty of information as well as posters for the set.
We also arranged for members of the production and make
up team to visit Manchester Royal Infirmary and meet with a
transplant surgeon, Titus Augustine, who also helped provide
valuable insights into living donation, scarring and pre/post
operation processes.
Alison King, the actress who plays Carla praised the support she
and the team received from Kidney Care UK, “When I found
out about Carla having kidney failure I wanted to make sure I
portrayed that as accurately as I could because so many people
are affected. It’s shocking that people still die every day waiting
for a transplant, so I am pleased we were able to raise awareness
of kidney disease and organ donation.  It was touching to hear
that the charity received calls from people looking for support
just because they saw the storyline on the show.”
Soaps are watched by millions of people but the makers of
these programmes do have to take dramatic license when
it comes to many parts of everyday life, whether you have
kidney disease or not. We knew that it was unlikely that
they would be able to show many of the details of what it is
really like to live with kidney disease and we made it clear to
the researchers that the timescales involved in testing and
transplantation take many months. Ultimately in a 30-minute
prime time soap opera you are only going to have 2-3 minutes
in each episode to focus on one particular storyline.  So we felt
it was important to offer guidance and advice to ensure that
what was portrayed on screen was as accurate as possible,
whilst reminding viewers via social media that this isn’t
a real-life portrayal of kidney disease and the
process for getting tested to donate a kidney
takes much longer than is being played out
on-screen.
Overweight? Just losing 10% of

toptips

for a healthier you

30

Issue 1 Spring 2018 www.kidneycareuk.org
your body weight

will have a positive
impact on your blood pressure control.

Get knitted
Hand-crafted little yellow ducks appear all over the world
raising awareness of the need for more organ donors

The Little Yellow Duck Project is a global initiative
highlighting the life-saving random act of kindness that is
organ, tissue and blood donation.  Whilst every random
act of kindness has the ability to brighten someone’s day,
these acts of kindness have the ability to literally save or
transform someone’s life.

Project website to register where they found their gift. It is
hoped that the stories on the website from people who have
had their lives transformed or saved by the gift of organ,
tissue or blood donation, will encourage the recipient of the
Little Yellow Duck gift to place their names on the National
Organ Donor Register and tell their family they have done so.

The inspiration behind The Little Yellow Duck Project is a
24-year-old, craft-loving girl called Clare Cruickshank, who,
despite losing her own battle against cystic fibrosis when a
suitable match could not be found in time to transplant her
damaged lungs, went on to become a donor herself.

The Little Yellow Duck Project website carries a selection of
yellow duck patterns: from knitting patterns to ones made
from felt.  It also carries the template for the special gift tag
to be attached to each duck before it is placed out in the
community for someone to find.  The website’s global map
indicating where these little yellow ducks have been found,
is a graphic reminder of just how this project has been taken
to the world’s heart. For more information, Little Yellow
Duck patterns and the downloadable gift-tag please go to
http://thelittleyellowduckproject.org

The project involves people from all over the world
handcrafting little yellow duck gifts as random acts of
kindness, that are then left in public places for others to
find.  A special tag on each one invites people to take the gift
home to brighten their day and to visit The Little Yellow Duck

We’ve helped improve the lives
of hundreds of kidney patients...
but we’d like to do more...

A gift in your will provides a lasting legacy that supports the next generation of kidney patients.
Around a third of our charitable activity is paid for by legacy gifts. We simply wouldn’t be able to support
kidney patients as we do without this support. Together we can be there for kidney patients and their loved ones.

Kidney Care UK Legacy Appeal
To find out how you can help please visit
h
 ttps://www.kidneycareuk.org/legacy
or call us on 01420 541424
www.kidneycareuk.org
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Save the date...
British Transplant Games in Birmingham 2nd – 5th August 2018
The British Transplant Games is the flagship event of Transplant Sport. Developed by the
Transplant Surgeon Maurice Slapack in 1978 in Portsmouth, the Games were originally
an international event, welcoming teams from France, Greece and even the USA. Today
the British Transplant Games see teams from hospitals across the UK come together to
compete. Many athletes also go on to take part at the World Transplant Games.
The Games help deliver Transplant Sport’s aim to demonstrate the benefits of transplantation whilst increasing public
awareness of the need for more people to join the NHS Organ Donation Register and discuss their wishes with their families,
along with bringing together the transplant community to celebrate the gift of life.
The Games have been staged annually since 1978 in cities across the
UK and the 2018 Games will be held in Birmingham, August 2nd – 5th. For further details on how to register your hospital’s
team to compete, or on how to attend as a spectator,
There is still time to enter a team!
go to: www.britishtransplantgames.co.uk

NKF Annual Patients’ Conference in Blackpool
19th – 21st October 2018
This popular annual patients’ conference, which attracts
high-quality speakers on topics associated with the treatment of
kidney patients, returns to the Hilton Hotel in Blackpool this year.
KIDNEY PATIENTS UK

For booking details/payment form go to www.kidney.org.uk

Let us know what you are up to
in your area to raise the profile of
chronic kidney disease or support
your hospital, KPA or us and we
will do our best to announce it
here in Kidney Matters.
Send details to
editor@kidneycareuk.org

sponsored by
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Kidney Matters is free of
charge and we are happy to
send it to you at home.

Sign up for your
own free copy

Whether you are a kidney patient, living
with a kidney patient or a professional
linked to the care of kidney patients,
Kidney Matters is your magazine.  Packed
full of useful hints and tips on how to keep
well, enjoy your holidays, cook healthy but
fun meals that all the family can enjoy, and
much more. We want to inform, entertain
and inspire you but also let you know what
is going on in our world and what support
is out there for you should you need it.
Kidney Matters is free of charge and we
are happy to send it to you at home.  
However, if you would like to receive your
own quarterly copy you now need to let
us know.  It’s easy to do this, just tear off
the form attached to this page, complete
it and send it back to us.
Once folded it becomes a postage free
envelope.
Other ways to sign up for your free copy.
•

Complete the short form at www.
kidneycareuk.org/kidneymatters/yes

•

Phone us on 01420 541424

•

Email us your contact details (name,
address, post code, phone number
and number of magazines required) to
info@kidneycareuk.org

Kidney Care UK
3 The Windmills, St Mary’s Close, Turk Street, Alton
Hampshire, UK GU34 1EF

Tel: 01420 541424
www.kidneycareuk.org

info@kidneycareuk.org

Supporting everyone
affected by
kidney disease
We understand that living with kidney disease
can be demanding and we are here to help
patients and their loved ones with practical
help and support:
o A
 dvice and guidance from our national
patient advocacy team
o E
 motional support from our
counselling helpline

Working together to
help kidney patients
take control of
their lives , making
sure no-one faces
kidney failure alone.

o F
 inancial support and help for
a much needed break
o A range of patient information leaflets
o I nvesting in improvements to health
and care services
o Standing up for your rights at a national level

Visit our website to see how we can help you
www.kidneycareuk.org or call us on 01420 541424

