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KidneyMatters
Message from the editor
Welcome to the autumn issue of Kidney
Matters.
It’s been a hectic three months of kidney
patient related activity all over the UK.
Birmingham hosted an unforgettable
British Transplant Games in August – thank
you Birmingham; Tyneside was brought to a standstill in
September with thousands of runners competing in the Great
North Run, many of them running to raise funds for us; and
in Scotland we welcomed a new East of Scotland Advocacy
Officer, Lynne Cunningham to our team.

Help us support young
kidney patients
Kidney Care UK funds unique activity breaks for
children and young adults, offering respite from the
day to day challenges of living with kidney disease.
Young kidney patients can often experience
feelings of isolation and hopelessness, and being
around others in the same situation reminds them
they’re not alone. Through challenging outdoor
activities and informal workshops these breaks
provide young patients with the opportunity to
share experiences and develop new skills, giving
them the confidence to take control of their lives
with a renewed sense of purpose.
These breaks are often life changing for the
young patients who attend. By the end of the
year more than 160 young kidney patients will
have joined six different trips across the UK. Your
support will help us deliver and develop these
activity breaks in 2019.
Turn to page 28 to find out more about the breaks
and how you can show your support.
© Kidney Care UK 2016 is the operating name of the British
Kidney Patient Association. A charitable company limited by
guarantee. Registered in England and Wales (1228114).
A charity registered in England and Wales (270288) and
Scotland (SCO48198).
Front-page photograph © Beth Druce – www.bethdruce.com

In August, we also moved a step closer to an organ donation
‘presumed opt-in’ system in England, mirroring the one
already in place in Wales. And, if you are someone with high
antibodies waiting for a transplant, you will be interested
to read about the new kidney allocation scheme due to be
implemented in 2019 as this should pave the way to a far
shorter wait for ‘the call’.
You might notice also that Kidney Matters has gained a bit of
weight. We’ve clearly been eating too much of the delicious
food cooked up for us in the Kidney Kitchen with Chef Ripley!
Enjoy the read and we’ll catch up the other side of Christmas.
Deborah Duval
Editor

P.S. If you would like to contribute to Kidney Matters, we’d love to
hear from you. Email us at editor@kidneymatters.org
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This year’s Organ Donation week, organised by NHS Blood and Transplant (NHSBT) and
supported by kidney charities, MPs, hospitals and celebrities across the United Kingdom,
focused on encouraging people to talk to those closest to them about organ donation.
We now know that 52,430 people joined the NHS Organ Donor Register, the most ever
during Organ Donation Week and a huge testament to the work that took place all across
the country to get people talking about organ donation. Many people don’t realise that
family support is needed for organ donation to go ahead.
A key part of the NHSBT campaign was to encourage conversations in communities too.
Organ Donation Week saw many events set to trigger those conversations, from serving
kidney shaped biscuits in hospitals to seeing buildings, monuments and other tourist
attractions lit up or painted in pink for the week.
If you added an Organ Donation Week message to your email sign-off, stood at an Organ
Donation Week event to talk to the public about organ donation, or participated in any
way to contribute to this huge success, thank-you. You made a difference.

Going up – in The Queen Elizabeth
University Hospital in Glasgow

Don’t forget your donor
Have you had a transplant? If the answer is yes, have you ever considered writing
to your donor’s family to say thank you? 90% of donor’s families
say they get the upmost comfort when the donor’s generosity
is acknowledged by the transplant recipient. It is never too
early or late to write. For more information on how to write,
download a leaflet from http://bit.ly/2DEbwJ9

A truly European dialysis session
By Amanda Kirwan
I felt inspired to compose this image as I feel strongly that amongst all the
Brexit issues we face, there are some that will have a profound impact on
the quality of life of kidney patients.
Firstly, I and all dialysis patients rely on equipment and medicines from
across the globe, and any obstacle that delays or hinders the availability
of these items is potentially life threatening for us. For example, my saline
administration set comes from Malta and my tube connector from Italy.
If either of these items became unavailable, dialysis becomes impossible.
Secondly, a Brexit deal that doesn’t retain the European Health Insurance
Card (EHIC) system, or a similar reciprocal agreement will mean that most
of the 29,000 UK dialysis patients and their families will be trapped in this country, unable to enjoy something as simple as a
holiday abroad, unless they are able to afford to pay for private treatment. During my 30 years on dialysis, and following four
failed transplants, I desperately need not to feel trapped by my illness.
The dialysis I’ve received in many EU countries: France, Austria, Ireland, Spain, Cyprus, Denmark and Iceland - has given me a
sense of freedom which has been immeasurably important to me. Losing the EHIC would, in my opinion, be a disaster for all
UK kidney patients.
4
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From the Front Line
Organ Donation –
the right thing to do
….but not the only thing to do
By Fiona Loud, Kidney Care UK Policy Director

In October 2017, the Prime Minister announced at the
Conservative Party Conference that the Government were
looking at changing the law on organ donation in England,
and that they planned to hold a consultation. 17,000
people took part in that consultation. On 5th August 2018,
the government announced that it intends to take the
‘presumed consent bill’ forward, with an aim for it to become law by spring 2020. The bill, introduced by Geoffrey
Robinson MP, has already passed its second reading and
will be going to committee and then to the House of Lords
from this autumn.

While presumed consent is, we believe, the right thing to do,
it is not the only thing to do. It must, as in countries where
there are greater levels of organ donation, be accompanied
by a continuous public education programme included
in the education system, and supported by adequate
capacity - surgeons and operating theatres - so that the
extra transplant operations can take place. Transplants are
carried out by a very busy NHS, so we look to government to
ensure there are appropriate resources for both donor and
recipient surgery.

Despite progress in
transplantation, patients
continue to die waiting
for an organ
At Kidney Care UK, we had been campaigning for a
consultation for a long time and welcome the intention to
move to a system where it is presumed that a person wishes
to be a donor unless they have said they don’t. Despite
progress in transplantation, patients continue to die waiting
for an organ. 8 out of 10 of those on the transplant waiting
list are hoping for a kidney. The impact of kidney failure is
stark, with 29,000 people on dialysis, which is emotionally and
physically harmful and very difficult for the rest of the family.
However, “without the organ donor there is no story, no
hope, no transplant” (UNOS). Changing the law does not
change the need for people to talk to their family about
organ donation, as they will still be asked for information
about you and to support your donation. Families will retain
the right to override a donation, but changing the default
to becoming a donor has been shown to increase donation
rates, when accompanied by the right education.

Organ Donation Week 2018 meeting in Parliament, supported by
patients, donors and the Kidney Care UK team
Left to right. Pat Carroll, Nick Palmer, Corinne Swainger, Fiona
Loud, Lauwrance Herbst, Chris Fine, Maddy Warren, Stuart Smith,
Paul Bristow, Jess Harris.

Photograph by Brian Russell

In summary, under the new system you would be a potential
donor unless you say that you don’t want to donate. It
remains your decision, and you can change your choices
on the NHS Organ Donor Register at any time. Whichever
system we have, what remains important is that everyone
makes their decision clear.

www.kidneycareuk.org

Issue 3 Autumn 2018

5

Advocacy working
Carrie White is a beautiful and bright 24-year-old woman studying psychology
at Glasgow University. She is also a kidney patient who has been helped by
Ewen Maclean – our Advocacy Officer for West Scotland. We went along to
Largs on the West Coast of Scotland, to talk to Carrie about her experience.
Meeting Ewen

“I suppose we knew I would
have kidney problems way back when I was a baby. I
kept getting urine infections and hot flushes and so my
parents took me to see the doctor. I was diagnosed
with Alport Syndrome (AS). Unusually and unluckily
for me, both my parents carried the AS gene and this
coincidence meant I was diagnosed with a particularly
aggressive form. Autosomal-recessive is the form that
tends to affect boys and usually means the carrier will
have kidney failure by the age of 18. This is the form of
AS that I have.
All through my school years I went to the hospital every
6 months for a check-up. But I don’t remember anyone
actually telling me I might have kidney failure one
day; I just enjoyed the afternoon off school. My mum
died when I was 8 so it was just me and my dad left to
monitor things. But, apart from losing her, which was
awful, things just ticked over until I was about 17 and I
left school. It was 2014 and my last appointment at the
hospital with the paediatric renal team was in the April
of that year, I left school in the May and went on holiday
abroad with a group of friends in the August.
I knew, as soon as we all arrived on holiday that I wasn’t
well. I was so tired and lethargic all the time and just
wanted to sleep. My friends thought it was really funny
and that I was just hung-over. So they left me to sleep
through the days and went out without me. But the
longer it went on the more I realised something serious
was wrong. I wanted to go home early but I managed to
hang on until the end of the holiday to travel back with
my friends. But at the airport, I collapsed. I did start to
feel a bit better when I got home – I even fancied chips
so my dad was reassured for a while that the bad spell
on holiday might have been just a phase. But for the rest
of that month I couldn’t get out of bed. I felt so ill.

It had all crept up so slowly on us that I don’t think my
dad or I really knew how ill I had become. It took visits to
two of my aunties where they both said to my dad ‘you
need to get that girl to a doctor, I’m telling you, she’s
not well’ to make us both realise that other people were
seeing what we were not. My dad arranged for me to
see our GP, but at first they did not do any blood tests.
Because I was in bed all day I spent hours trying to
Google my symptoms to come up with a diagnosis.
I remember telling my dad that I was sure I had
Legionnaire’s disease! Dad was sitting on the sofa
watching TV when I pointed to my phone and told him
that I knew what was wrong with me. He laughed and
told me not to be so ****ing stupid! The surgery had
at first diagnosed tonsillitis and then treated me for
glandular fever when the antibiotics they had prescribed
to treat the tonsillitis didn’t work. But then dad started
to insist that I see the head GP at the surgery and that I
was to have my blood tested to get to the bottom of why
I was so ill. He just didn’t believe that I had tonsillitis or
glandular fever anymore and that was the big turning
point for me.
I did start college in the September. My class was up four
flights of stairs and by the time I got to the top flight I
could hardly stand up, I was so out of breath. When I
got off the bus at the end of the day, sometimes I would
vomit on the pavement because my body just could not
keep up with the routine of going to college, working all
day and the travelling involved.
Then one day at college I noticed in my break that I had
two missed calls – one from the surgery and one from my
dad. I called my dad back straight away. He said that the
surgery had called him to say they couldn’t get hold of
me and that he needed to leave work right away, get into
his car and come to collect me to take me into hospital

If you would like to watch the video interview with
Carrie and Ewen, click here or go to:
www.kidneycareuk.org/stories/carrie-white
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for you in Scotland
immediately. I remember he was
so worried because they could not
tell him any details as I was now an
adult. I called the surgery and they
told me to go with my dad to the
hospital and that I should expect to be
admitted immediately as my kidneys
were functioning at only 5% capacity.
At the Western Infirmary, which now
no longer exists, I had a groin line put
in and they dialysed me immediately. It
was so frightening. It was October 2014
and I was in for about 6 weeks. I didn’t
know it at the time but as soon as my
dad saw me settled in he went straight
to the nurse and told her he wanted to
donate one of his kidneys to me. His
whole work-up to become a living donor
took longer than it usually would because
he carries the AS gene and everyone
involved in the transplant had to be happy
that this would not be an added complication
for me if I had one of his kidneys. I went
home and settled into a routine of 3 sessions
of haemodialysis a week. I was still passing a
bit of urine. I really started to feel better.
Six months after this I had my PD line (peritoneal
dialysis catheter) put in. I started PD while my dad
was being worked up to become my living donor.
I know we’re all different but PD really suited me
and apart from having to dialyse, life went on pretty
much as normal.
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On 13th September 2015, I was transplanted with one of my dad’s kidneys. After a short
period of recovery, when he did say he felt like he’d been hit by a bus, he was back to his
usual great health and fitness. He even went back to his open-water swimming from the
coast out to the islands here, and just last Saturday swam across the Clyde!
If you would like to learn more about Alport Syndrome
(AS) go to www.rarerenal.org/patient-information/
If you have AS, your experience would be a valuable
resource for those planning diagnostic methods and
future treatments of rare kidney disease. If you are
happy to share your experience with the team at RaDaR (National Registry of Rare Kidney Diseases) who

focus their research on rare kidney
diseases, they may be contacted at
www.rarerenal.org/radar-registry/
If Carrie’s story resonates with you and you would
like to speak to your local Advocacy Officer, call us on
01420 541424 or email info@kidneycareuk.org or go
to www.kidneycareuk.org/advocacy.
www.kidneycareuk.org
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Those first three months post-transplant were
just great for me. When I recovered sufficiently, I
went off travelling around Europe with my friends
and it felt so good to be free of dialysis. But now,
when I look back on that first year I can see that
I never managed to go more than three weeks
without having to go back to the transplant clinic
because my bloods were all over the place and
my creatinine was steadily creeping up higher
and higher.
In September 2016, I got a UTI (urinary tract
infection). My creatinine had risen to over 300.
And by December my nephrologist confirmed
what I already suspected – that this kidney wasn’t
going to last. Then, when I was diagnosed with BK
(BKV – BK virus) I reacted badly to the drugs I was
prescribed to try to tackle the virus. I felt so unwell
one day at my boyfriend’s place that I took myself
to hospital and they tried everything to bump-start
the kidney into action. That was January 2017.
But nothing worked and I had a PD catheter put
back in. We had to use it as soon as it had settled
in. Not long after this they took the kidney my dad
had donated, out.
I started by doing 4 PD exchanges a day, but
soon transferred to nocturnal APD (ambulatory
peritoneal dialysis) because I needed to get back to
college through the day. However, the more time
I spent dialysing, the more I needed to dialyse. I
was soon doing 9½ hours a night plus two manual
bags during the day. I had to call time and ask to
go back to haemodialysis so that I would achieve a
better quality of dialysis and at least, I had a day off
in between sessions.
So, this is where I am today. I go to Inverclyde
Hospital three times a week – a Tuesday, Thursday
and Saturday for four hours of dialysis a time.

Getting help from Ewen
When I was dialysing first time, my dad got worried
that I did not have anyone in my life who could
share my experience. And, of course, I have no
mum. It was just me and him and he was trying to
be mum and dad to me. He contacted Kidney Care
UK to find out if they could help us. Dad spoke to
Ewen, our Advocacy Officer, who is now just like a
really good friend to us. First thing Ewen did was
to set up a meeting with another young girl, Becca,
who is my age, for me to talk to. Ewen and Becca
turned up at a café and then my dad and Ewen
went off and had a cup of coffee away from us
so that we could talk about dialysis, transplants,
8
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I remember
telling my
dad that I was
sure I had
Legionnaire’s
disease!

immune-suppressant drugs and generally life in your 20s with CKD.
Becca and I got on really well and now she is just like a regular friend
and we talk a lot.
Ewen also helped me apply for a grant from Kidney Care UK so that I
could take driving lessons and get back some independence. Passing
my driving test meant I could at least get myself to dialysis. He also
organised for a grant to cover my first year’s car insurance.
So, yes, life is tough with CKD and dialysis. I think I took my first
transplant for granted a bit because I hadn’t been too unwell on
dialysis first time around. But everything is different this time. I need
dialysis now because I am not passing any urine at all, so the fluid just
collects in my body and I really have to watch what I eat and drink now
between dialysis sessions. If I am lucky enough to get another kidney
I know it will make such a difference this time. But at least I can now
drive myself around and I have a great friend in Becca, thanks to Ewen.”
Ewen Maclean, Kidney Care UK Advocacy
Officer for West Scotland

*Alport Syndrome (AS or Alport’s)
Alport syndrome (AS) is a genetic condition mainly
affecting the kidneys but also affecting hearing,
often causing deafness. Hearing difficulty in boys is
often noticed around the age of ten and it gradually
deteriorates over a decade or more. As for the kidney
disease, the first sign is blood in the urine which is often
at a microscopic level, meaning it is only detectable
via dipstick testing. Protein in the urine develops later
and then impairment of the kidney function itself. Most
men with AS develop kidney failure in their twenties
or thirties. In some adult patients, AS may affect the
eyes in various ways although this is mild in most cases,

usually not affecting eyesight. In ‘classical AS’, the
inheritance is X-linked, meaning males are affected,
with females generally having much less severe disease
with later onset disease compared to males, or merely
being ‘carriers’, meaning they harbour a gene mutation
but do not manifest the disease. Apart from classical
X-linked AS, the less common causes lead to males
and females being affected equally. There are some
medications, such as ACE inhibitors, which can slow
down the deterioration of kidney function, and other
drugs being developed or in clinical trials. When patients
with AS reach end stage kidney failure, they are generally
excellent candidates for kidney transplantation.

When patients with AS reach end stage
kidney failure, they are generally excellent
candidates for kidney transplantation

www.kidneycareuk.org
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By Sue Lyon
Freelance Medical Writer
& Editor, London

Vascular access for dialysis

Kidney Clinic
It’s your lifeline
The 2017 PREM (Patient Reported Experience Measure) survey, co-ordinated by Kidney Care UK and
the UK Renal Registry, had good and bad news for kidney units. While most of the 11,027 kidney
patients completing the survey highly rated their overall care, many haemodialysis (HD) patients were
dissatisfied with their experience of needling—i.e. how often the kidney team inserted needles with as
little pain as possible. Satisfaction with needling also varied widely between kidney units.
“This highlights that vascular access is one of the most
important—and challenging—aspects of kidney care. Vascular
access is a patient’s lifeline because good dialysis depends
on it. Access must be ready for the start of dialysis, and then
looked after to make sure that it’s functioning correctly,” says
Alayne Gagen. Alayne is the Renal Vascular Access Nurse
Specialist for Manchester University NHS Foundation Trust
(MFT), and recently became Co-Chair of the British Renal
Society Vascular Access Special Interest Group (BRS VA).
Alayne recommends discussing vascular access as soon
as possible—certainly when eGFR is declining towards
15—and it should at least be broached in the pre-dialysis
or low-clearance clinic. The prospect of dialysis can be
unnerving, and Alayne believes that every patient deserves
a great deal of empathy.
“Health professionals need to take a step back and
understand each patient as an individual. Some people
may not want to talk about access. This applies especially
to those with acute kidney injury (AKI) or who have been
diagnosed without warning with kidney failure and need to
start dialysis immediately, as they have so much to absorb.
And some patients do not feel ill even with very poor
kidney function, while others see access as a step towards
dialysis and feeling better. And every patient has lots of
other concerns, such as the future of their family, job and
other commitments,” she says.
10
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Fistula first
There are four types of vascular access (see panel on
page 12), but an arteriovenous fistula (AVF) is the gold
standard. One reason is that it gives a good blood flow,
which increases the effectiveness of dialysis, in turn
improving health and wellbeing.
Alayne adds: “Since a fistula is made from your own blood
vessels, you do not have a foreign body permanently inside
you. Compared with other types of access, there is less risk of
clotting and infection, so you are less likely to need hospital
stays and antibiotics. A fistula also enables you to continue
most of your daily activities. You can have a deep bath or
a long, hot shower, and go swimming—none of which are
advisable with a central venous catheter (CVC) or line.”
According to Alayne, the main drawback with a fistula is that
it might not work, or can stop working: the vein can become
narrow (stenosis) or it can clot and become blocked. It can
also be difficult to balance the restrictions of a limited fluid
allowance against maintaining the hydration needed for a
good blood flow—a problem in very hot weather, or during
any illness that causes diarrhoea or vomiting.
Some people also worry about the fistula’s appearance.
“Patients tell me that they do not want ‘those lumps’ on
their arm. The usual cause of lumps or aneurysms is area
puncture—i.e. the fistula is needled or cannulated in the

same place every time. ‘Rope laddering’ or the needling
along the length of the fistula is recommended and will help
to reduce the likelihood of aneurysms,” says Alayne.
Buttonholing is a newer method of needling that is less
likely to cause aneurysms. Instead of sharp-pointed needles,
blunt needles are inserted at the same two positions each
time to create a tract or tunnel into the fistula—like the
hole in the skin created by a piercing. It takes about six
sessions to form buttonholes suitable for dialysis.
“At MFT, we train all our home haemodialysis patients
to buttonhole. It can be difficult to use buttonholing in
a dialysis centre unless the staff have received specific
training. However, patients can learn the technique and
do their own needling within the main unit—something
we do encourage at MFT. This is because, in order to form
the tracts, the same person must do the first six initial
cannulations with the sharp needles, and we cannot always
guarantee this in a busy dialysis unit,” explains Alayne.

Fistula surgery
When you are ready to go ahead with your access, the
usual procedure is to be referred to a vascular surgeon for
a consultation—at MFT the wait is four to six weeks. “It can
then take up to six months from being referred before you
can needle your fistula. In the meantime, if you have to start
dialysis you will need a line. This highlights why your fistula
needs to be created in a timely fashion,” says Alayne.
At the one-stop appointment with the surgeon, your veins
are ‘mapped’ with ultrasound to see if they are suitable for
a fistula, either at the wrist (radial fistula) or at one of two
positions at the elbow (brachial fistula). One of the latter may
involve a second operation called superficialisation, which
should be discussed during the consultation.
At MFT, the fistula operation takes place three to four weeks
after the one-stop appointment, lasts for 30-45 minutes and
is usually done under local anaesthetic. A general anaesthetic
is possible if you cannot face being awake, but this means a
longer wait for surgery because of the need for pre-operative
assessment and possibly an overnight stay in hospital.
You can go home after the operation when the surgeon is
happy with your recovery, usually after four to six hours with
local anaesthetic. After your operation, you should not drive
or lift heavy objects for two weeks. Your kidney unit should
advise you when and how to start exercising your fistula arm
to improve blood flow and help your fistula to develop.

Starting dialysis
At the follow-up appointment six to eight weeks after the
operation, an ultrasound scan checks the depth, diameter
and flow of blood of your fistula to see if it can be needled
(called maturation). Should a superficialisation be needed,
it will be booked after the follow-up appointment, and is
generally done under a general anaesthetic. Pre-operative
checks should have already been done, but if not, an
appointment will be sent before the operation date is given.
The early days of needling a fistula are often a worrying
time for patients. According to Alayne: “We sometimes
cannot avoid infiltration (when a needle goes into the
fistula and out the other side, or nicks the vein wall). If the
vessel wall is still fragile, the fistula may blow—i.e. the area
will swell and pressure needs to be applied quickly, as it will
cause bruising under the skin. It is the job of professionals
to support patients through this experience.”

“Vascular access is a
patient’s lifeline because
good dialysis depends on it”
Alayne stresses that pain should never be a problem when
needling a fistula or graft. “I always advocate that patients
should have some form of local anaesthetic if they wish
(at MFT we offer three types). Health professionals would
not have dental treatment without anaesthetic and it is
unacceptable to needle a fistula without offering pain relief,
especially at the first needling of the fistula,” she says.
Unfortunately, fistula surgery sometimes fails and not
everyone is suitable for a fistula or graft. Your artery walls
may have become hardened due to deposits of calcium,
while your vein can be too narrow. And sometimes blood
vessels are too small or have been damaged due to other
diseases like diabetes. This will be explained when you see
the surgeon, who will then discuss your options for access.
According to Alayne, it is possible to dialyse long-term with
a line, providing it is well cared for and is checked carefully
at every dialysis. She also sees no objection to home HD
with a line as long as you have been thoroughly trained to
identify and cope with any problems.

Improving vascular access care

From now on, check the appearance of your fistula and feel
for the thrill (the buzzing sensation under the skin) every
day. Contact your kidney unit at once if the thrill stops, or the
fistula feels hot, looks red or is painful.

The BRS VA are working with colleagues to improve vascular
access care across the UK. Initiatives include clinical practice
recommendations to improve needling technique, tools to
improve safety, and a national survey of the structure of
vascular access services.

“I strongly advocate that patients learn to be the experts
about their fistula. Sometimes I suggest buying a cheap toy
stethoscope so that you can get used to listening to the sound
of the thrill or bruit,” says Alayne.

“By optimising vascular access services throughout the UK,
our aim is to raise standards, which will in turn improve
patients’ wellbeing and the safety of their kidney care,”
concludes Alayne.
www.kidneycareuk.org
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Janet’s story

Janet Loftus is 59, lives in Manchester, and has been dialysing for five years. She
dialyses at a hospital unit for four hours three times a week, and has started to
self-care. At present, she sets up her dialysis machine and dressings table, and is
hoping to start inserting her own fistula needles.
Three months after starting dialysis with a line, Janet underwent her fistula
surgery at the one-stop vascular clinic in Manchester. She says: “I hated dialysing
with a line and could not wait to have it out and use my fistula.”
After her operation, Janet exercised with a squeeze ball to strengthen her fistula,
and still uses one every day to maintain the blood flow. In the early days of dialysis, Janet’s fistula blew a few times, but since then there have been no problems.
Janet says: “My fistula is amazing: it gives me a higher pump speed, so I feel much
better than with a line. I can also do more. Before my kidneys failed, I used to go
swimming with my granddaughter and she was devastated when she found out I
could not swim with a line. Now I have my fistula, she is happy that we are back in
the pool.

Vascular access

• An arteriovenous fistula (AVF) is formed by joining a vein and an artery in the arm. The
strong arterial blood causes the vein to become larger and stronger, making it possible to
repeatedly insert needles and providing increased blood flow needed for dialysis. When
dialysing, two needles are placed in the blood vessel some distance apart. The needles
connect to the dialysis
lines; blood flows out
Vein
through the lower needle
Fistula
(‘arterial needle’), through
the dialysis machine, and
is returned back to the
body through upper needle
(‘venous needle’). The
needles are removed at the
end of dialysis.
Artery

Vascular access

• An arteriovenous graft
(AVG) is similar to a fistula,
but a synthetic tube under
the skin connects the
artery to the vein. A graft
is used when the blood
vessels cannot be directly
connected. Dialysis is
performed in the same way
as with a fistula.

12
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Graft

Looking after your fistula

• Check your fistula every day for the
‘thrill’.

“I would advise anyone who
dialyses to have a fistula if
they can. I know that some
people are worried about
how a fistula looks, but it has
never bothered me in the
least—though my husband
was a bit startled at first
by the thrill! In fact, when
people ask me about
my arm, rather than
worry about what they
think, I see it as a
chance to educate
them about
kidney failure and
dialysis.”

• Never let health professionals take
blood from your fistula arm. Ask them to
use the veins in the back of your hand.
• Never let anyone check your blood
pressure on your fistula arm.
• Do not wear anything that may restrict
the flow of blood through your fistula
arm (e.g. tight sleeves or watches).
• Take care not to lie on or knock your
fistula arm.
• Avoid lifting heavy objects with your
fistula arm.

Vascular access

• A central venous catheter
(CVC) or ‘dialysis line’ is a
synthetic tube placed or
tunnelled under the skin
into a large vein, usually in
the neck, but sometimes in
the neck or groin. It has two
ports or lumens, which are
connected to the dialysis
machine for dialysis. One
port takes blood from the
body and the cleaned blood
is returned through the
other port.

Catheter
tunnelled
under skin

Vein

Heart

Catheter ports
(connect to dialysis machine)
Vascular access

• A Hemodialysis Reliable Outflow (HeRO) graft is an option when all other possibilities
have been used. A reinforced tube (the outflow) is inserted under the skin directly into a large
vein in the neck. This is connected to a standard dialysis graft that is tunnelled under the skin,
and sewn to an artery and joined to the outflow with a connector. A HeRO graft is needled like
a conventional upper-arm graft.
More information
To download information from the BRS VA about vascular access surgery and caring for your fistula
or graft, including what to do if your fistula or graft will not stop bleeding, go to www.britishrenal.org/
aboutus/special-interest-groups/
The Save your Vein campaign, supported by Kidney Care UK, aims to protect the veins needed for a successful
fistula from damage from blood testing. To find out more, visit www.saveyourvein.org
Photography by: Keith Pennington. Illustrations by kind permission
of the British Renal Society (BRS)
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Shepherd’s pie wi

K dney

K tchen

Serves four

Check out our brand new online Kidney Kitchen at
www.kidneycareuk.org/kidney-kitchen for live demonstrations
of how to cook kidney-friendly recipes with Chef Ripley. You’ll
also find help on how to keep well with kidney problems, some
handy diet ‘myth busters’, and
dowloadable recipe cards with
delicious meals your whole family
can enjoy.
Cook along with Chef Ripley
in the video demonstration at
www.kidneycareuk.org/k-k/shepherds-pie

Ingredients
• 1 tbsp vegetable oil
•
•
•
•
•
•
•

1 large onion, finely diced
2 garlic cloves, crushed
1 bay leaf
2 tsp chopped fresh thyme
3 celery sticks, diced
600g lean lamb mince
300g Passata

•
•
•
•
•
•

150ml low salt beef stock
2 tsp wholegrain mustard
1 tbsp Worcestershire sauce
1 small swede (about 450g), peeled & diced
375g carrots, sliced
150g frozen peas

• 25g parmesan, grated

Preparation
1.

Heat the oven to 190°C/fan 170°C/gas 5. Heat a large non-stick
pan set over a medium heat and add the oil. Add the onion, garlic,
bay leaf, thyme and celery, and cook for 6–8 min until soft. Add the
mince and cook, breaking it up with a wooden spoon, for 5 min or
until browned. Add the passata, stock, mustard and worcestershire
sauce. Bring to the boil, then reduce the heat and simmer for 25 min.

2. While the filling is cooking, add the swede and carrots to a large
saucepan of water and bring to the boil. Reduce the heat and
simmer for 20 min or until soft. Drain, then return to the pan and turn
off the heat. Using a stick blender, blitz the vegetables into a purée,
then season with black pepper.
3. Stir the peas into the filling, then spoon the mixture into 4 x 450ml
pie dishes or 1 x 1.75–2 litre baking dish. Cover evenly with the swede
and carrot topping, then scatter with the parmesan.
Bake for 20 min or until the topping is golden.
4. Remove from the oven and leave to cool for 5 min
before serving.
Cook your full Christmas menu with Chef Ripley in the video
demonstration available at the Kidney Kitchen website from 1st
December 2018 at www.kidneycareuk.org/k-k/christmas
14
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Cooking in the

th carrot and swede mash
kidney kitchen with Chef Ripley

ved by
Appro

the:

Food Facts
•

Protein: Because the protein content of this dish is high it is great for people who are on dialysis.
For those people with CKD 4-5 (not on dialysis) you may want to reduce the amount of lamb
or opt for the vegetarian alternative so as to reduce the protein content. You could make a
vegetarian equivalent with Quorn or chick peas and red lentils. You could even consider making
the dish 50:50 with a vegetarian alternative.

•

Salt: The low salt beef stock and Worcestershire sauce will be the main source of salt in this dish.
The majority of the flavour comes from the mustard, bay leaf and thyme but you could consider
adding more Italian herbs and potentially omitting the Worcestershire sauce.

•

Phosphate/potassium: If you have been advised by your kidney doctor or dietitian to follow a
low potassium diet, using swede and carrots rather than potato will not only create a dynamic new
flavour for your shepherd’s pie, but also reduce the amount of potassium you would have gained
from potato. Ask your dietitian or kidney doctor if you should be following a low phosphate diet.
The meal will contain a reasonable amount of phosphate so if you are prescribed a phosphate
binder ensure you take it as directed with this meal.

•

Storage: With any leftover shepherd’s pie, allow to cool then refrigerate and consume within 2
days. If freezing, place in a sealed container and, when reheating, ensure that the food has been
defrosted thoroughly and is piping hot before serving.

•

Cheaper options: You could try a vegetarian option using lentils and chickpeas to reduce the cost
or perhaps using the leftovers from your Sunday roast. A switch to lean beef, turkey or chicken
would create a very flavoursome alternative as well.

www.kidneycareuk.org
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Part three
of our series on living and living altruistic kidney donation looks at
how Kayleigh Wakeling met Louise Sach, on Facebook and, went on to
become her living kidney donor.

Meeting my

Louise Sach (29 years old)
I was diagnosed with chronic kidney failure (CKD) at the age
of eight and spent my childhood travelling back and forth
to Great Ormond Street Hospital in London for treatment. I
was told that it was very unlikely that my two small, scarred,
and poorly functioning kidneys (at 40%) would be able to
support an adult-sized body. I was fortunate that I was 28
before my kidneys decided ‘enough is enough’ and started
a rapid decline from Stage 3 to Stage 4 CKD. Under the now
adult care of Guys Hospital, it was suggested that I explore
the possibility of a live kidney donor, as it would not be long
before I was to reach stage 5 (endstage CKD).
During 2017 28 family members and friends came forward
to be tested as donors, but unfortunately none of these
were a suitable match. At this point (January 2018) my
results confirmed I had now needed to think about which
form of dialysis I might prefer, and, in the meantime to
consider the ‘paired exchange programme’ or wait the
average three years wait for a deceased donor.
16
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Kayleigh and Louise

Knowing the restrictions and strain that dialysis can put on
a person’s life, and knowing also that I had now exhausted
all family and friend options for a live kidney donor, I spoke
to a few online friends I had made who had been in similar
situations. They supported me to begin a ‘Share your Spare’
page on Facebook. The aim of Share your Spare was to
raise awareness of organ donation, but also of my own
condition and need for a donor kidney.
As I’m someone who by nature is not good at asking for
help, it took me a lot of courage to publicise that I was in
need of such a significant gift. I found the confidence to
make my first post and with the help of all my friends and
family sharing this all at once, my post hit 16,000 views.
It was that same week that a stranger, Kayleigh Wakeling,
contacted me to offer to be my donor.
I was immediately drawn to Kayleigh – her energy,
openness, and a clear love and passion for what she cared

Facebook donor
By Louise Sach and Kayleigh Wakeling

for. I knew from speaking to her that she was a good, kind, genuine person balanced with sensitivity and knowledge. I
felt safe that she would research and explore the process, ask me questions, ensure she felt comfortable, and ultimately,
I knew very quickly that if she could donate to me, she would be my donor. I put her forward for testing and she had her
preliminary tests in February 2018 at Guy’s. I visited her and we met in person for the first time that day. Kayleigh
was instantly so warm towards me, giving me the biggest hug on arrival, and
reassuring me constantly that she was there for me. After the tests,
we went for lunch and chatted for hours. There was no awkwardness,
I knew then that this was much more than just a kidney exchange.
Kayleigh was to be my friend, no matter the outcome.
Two weeks later and Kayleigh called me to let me know she was a
match! I remember the moment so vividly. I was at work, and I burst
out crying, and just shook. I didn’t know what to say. Kayleigh was so
excited, also crying with happiness. We were both so overwhelmed. As
the phone call finished, I turned to my manager to tell her, and before I
could speak I could see she was already in floods of tears too. It was in
that moment I felt such a weight lifted, but I knew that it was not only me
who had been carrying this burden – my family, my friends, everyone in
my life and everyone I knew would be saved by the Kayleigh’s generosity.
The next steps took four months, but was not painful or difficult, just
ook:
from Faceb
lengthy. Kayleigh went through rigorous tests at Guy’s in order to check her One of my original posts
suitability as well as her own health. The final stage was to prove, legally,
that there had been no payment or bribery and that the donation was truly
altruistic. I joined Kayleigh at her appointments, and alongside the time spent hanging out in hospital, we also met for
dinners, lunches, and spoke every day on the phone. Within a few months, it was like we had known each other for years.
Kayleigh passed every stage, and our operations took place on 1st June. We’re now recovering well, and Kayleigh’s gift
instantly started working which has already made me feel so much more energised and excited about life. With a bit of a
superhero now inside me, I feel ready to take on the world!
Louise post-transplant

Kayleigh post donation

www.kidneycareuk.org
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Kayleigh Wakeling (33 years old)
I remember scrolling through my Facebook newsfeed and seeing a post which had been shared by my friend, which
originated from a lady who described how she had chronic kidney disease and needed a kidney to save her life. I just
thought ‘I can do that!’ and after speaking to my partner and my family, reading the materials shared, and doing further
researching online, I put myself forward for testing. It really was that black and white.
Louise responded that same day, and we immediately started what would continue to be
a really fun, open and honest relationship. We started by discussing the process and
requirements, but quickly moved on to who we were as people – what made us tick,
whether we would get on, what our families might think of the whole possibility
that I could be a donor, what it would mean for Louise. It really felt like the right
thing to do, and I was really keen to help if I could.
I went forward for the preliminary testing, which is a blood test to check
blood and tissue compatibility. The whole process was remarkably simple
and the staff at Guy’s Hospital were really reassuring and knowledgeable.
Louise came to meet me at the hospital, and from then on, we attended
every appointment together. Somehow, Louise made the process fun
and she always looked on the positive side. Through designing us cheesy
t-shirts, publicising about the process, and trying to make the best out of
the situation to raise more awareness, I knew Louise was going to value
my gift and do the best she could with it!
When I was told that I was a match for Louise I felt incredibly happy. I
wanted to share the news with her myself, so I asked the Kidney Coordinator
whether I could call Louise to tell her. It was such a brilliant moment being able

“after getting to the
hospital and seeing
Louise I felt pure
happiness, knowing
today was the start of
something special”
18
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to hear how much it meant to her. It’s not often
you get to call someone to share the news that
you will literally save their life! Hearing Louise
crying with happiness because she finally had a
match was overwhelming.
From there, we had all of the final tests. I had a
full ‘health MOT’ to check I had two good-sized,
well-functioning kidneys and was in good enough
health to donate and still live a very healthy life
following donation. We passed all the tests, so our
operation was booked for 1st June 2018.
On the morning of the surgery I felt every emotion
possible, from fear to excitement, all at once. But
after getting to the hospital and seeing Louise I felt
pure happiness, knowing today was the start of
something special. Louise was like a kid in a candy
store on the day, she didn’t stop smiling and her
positivity was there the whole way through. Waking
up and being told that the operation had been a
success filled me with relief and complete pride.
If there’s anyone else considering being a live
kidney donor – do it! It’s the most rewarding and
beautiful experience, and for me, I was able to
make a friend and save my friend all at once.

If you would like to find out more about donating a kidney to someone, read accounts from live
donors and general information may be found at: www.giveakidney.org
and www.kidneycareuk.org/transplant
Or call your local main hospital. The Living Donor Transplant Coordinator there will be happy to talk to you.
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Kayleigh and Louise back on the ward

50 years of kidney
transplants at
St James’s
By Andrea Rhodes
Renal Transplant Clinical Nurse Specialist
Organ Donation Week in Leeds commenced this year with
a celebration of 50 years of renal transplantation at
St James’s Hospital. The very generous donations from
West Ridings Kidney Patient Association and Kidney
Care UK enabled us to purchase a granite bench to
commemorate this amazing achievement.

Left to Right. Mark Chamberlain - Non-Executive Director and
Chair of the Quality Committee, Professor Suzanne Hinchliffe Deputy Chief Executive and Chief Nurse, Linda Pickering – Kidney
Care UK Advocacy Officer, Paul Taylor - West Ridings KPA, me,
Dr Richard Baker - Consultant Nephrologist and
Mr Stephen Pollard - Consultant Surgeon

The service here continues
to develop thanks to
the courage, innovation
and foresight of the people involved in continuing to challenge the boundaries of what is
possible. This determination to expand and improve the service we offer to kidney patients
so that everyone possible has the option of transplantation, has seen patients receive transplants today where only 10-15
years ago this would have not have been a viable treatment option for them.
We also acknowledge that transplantation is very much a team effort, and everyone involved plays an important role in
making it happen for our many patients. Hence the sentiment inscribed on the bench plaque.

The kidney shaped granite bench is in place to remind us of the resilience of our patients and to acknowledge the many
people over the years who have made this service possible. It is hoped that the bench will be used by old and new patients
for times of quiet contemplation. Many thanks go to West Ridings Kidney Patient Association and Kidney Care UK for their
contribution, and to Broxap for supplying the bench.

A Kidney Care UK Advocacy
Officer is appointed to
help patients in the East of
Scotland
We welcome Lynne to the team

Lynne Cunningham, Advocacy Officer
for the East of Scotland

We are happy to welcome Lynne Cunnigham to our team
of hard working Advocacy Officers. Lynne comes to us
with many years’ experience in assisting people who
are finding it tough to manage aspects of their life, and,
through family experience knows what it means to be a
kidney patient. Together with Ewen Maclean, Scotland
now has two Advocacy Officers supporting kidney
patients north of the border.

Advocacy Officers. Left to right. Lynne Cunningham,
Nicholas Palmer and Ewen Maclean
20

Issue 3 Autumn 2018 www.kidneycareuk.org

To find out more about our National
Advocacy Service and how it might be
able to help you, please call our Kidney
Care UK Head Office on 01420 541424
email info@kidneycareuk.org
or go to www.kidneycareuk.org/advocacy

ICE. Who Knows?
In Case of Emergency

As kidney patients,
we know there is a
chance that one day
we will wake up in a
hospital bed and have no
idea how we got there, who
got us there or indeed, where
we are. If you have ever felt dizzy in a supermarket queue,
faint whilst out walking the dog or have been involved in
a car accident, ask yourself one question. How would the
emergency medical team admitting you to hospital know
you are a kidney patient? You might be lucky enough to have
an observant nurse notice your fistula, but in the sometimes,
chaotic corridors of A&E even this fairly obvious indication
can be overlooked.
We are a complex patient population with very individual
needs when it comes to medical care, especially where there
is a transplanted kidney, or kidney and pancreas to protect.
The wrong medication or delayed access to immune-suppressant drugs could have damaging consequences.
So, perhaps it’s time to consider one of the many
medical-alert warning methods currently on the market.
The SOS Talisman is a recognised medical warning logo
and everyone involved in medical emergency care is
trained to look out for it on the jewellery or on a phone
or card in the wallet or purse of an
unconscious person.
Improving technology has also played
a part in identifying a patient’s
medical needs in the case of an
emergency, and transmitting that
information to the medical team
in charge. For a small, annual fee
companies such as the
ID Band Company
(www.theidbandco.com) will
issue a unique ID reference
which is then engraved onto a
bracelet, pendant or watch. In
the event of an emergency this
reference is quoted to a 24-hour
phone service and the detailed
medical notes associated with
that patient are immediately
sent via text to the medical team
in charge.

And, thankfully, Medical-alert jewellery doesn’t need to be
dull anymore, the choice is limitless. You can choose from
sports wrist bands, pendants, bracelets, children’s jewellery,
watch or purse tags and even lockets that open up to reveal
a paper mini personal medical history folded inside. If cost
is a consideration for you then it is reassuring to know that
most Medical-alert specialist
companies engrave
their jewellery free of
charge. Equally, there
are some very stylish
pieces of Medical-alert
jewellery on the market.
Try looking at the silver or
gold-plated pendants at SOS Talisman
(www.sostalisman.co.uk).

“When we are called to attend an
emergency where someone has
collapsed away from their home,
one of us will tend to the patient
while the other member of the team
will immediately look for some
form of identification on the patient
to alert us to any special medical
needs they may have
– a medical-alert
bracelet, a mobile
phone or a card
in a wallet.”
Dawn Cross,

Paramedic, St Austell
Ambulance service

Your Medical-alert plans may
never be tested. But IF you
are admitted to hospital
in an emergency, swift
access to specialist
renal support and
details of your
medication could
save your life.
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An evolution, not a revolution kidneys from deceased donors are al

A new kidney offering scheme is being developed to reflect the changing donor pool and to
address some of the inequities observed in the 2006 scheme. The new scheme will allocate all
kidneys from both ‘donated after brain death’ (DBD) donors and ‘donated after circulatory death’
(DCD) donors and will more effectively match kidney life expectancy with patient life expectancy.

“We identified a need
to get the kidneys with
the potential to last a
long time to the younger
patients who had more
of their life to live. And
conversely, to get the good
but slightly older kidneys
to those patients with less
of their life to live.”
You might ask why we would turn what is considered a fair
and robust deceased donor kidney allocation scheme, on
its head when it has worked well for most patients for more
than 10 years. The answer is simple. We are not rewriting
it, we are modifying it so that wherever you live in the UK,
whatever your age and however potentially difficult you
might be to match, you have an equal chance of being
offered a good transplant in a timely manner.

The history of deceased-donor kidney
allocation
Back in 1987, Wally Jilks published a paper based in the
analysis of over 2000 kidney transplants in the UK. This
illustrated, very clearly that if you received a kidney more
closely HLA matched (human leukocyte antigens, or tissue
type – the proteins we inherit from our parents, found
on the surface of our cells) to your own HLA markers and
the chances were that the transplanted kidney would fare
better and last longer. Following this study kidneys from
deceased donors were allocated so that one kidney
22
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from the donor was offered nationally to the best HLA
matched recipient, so called ‘beneficial matching’, and the
second kidney was retained and transplanted by the local
transplant centre according to local protocols.
Then in 1998, Sir Peter Morris led a review of the organ
allocation scheme, analysing the results of over 6000 kidney
transplants in the UK. This study showed that there was
actually another, better way to match a donated kidney to a
patient to optimise graft (transplanted kidney) survival.
While the 1987 scheme shared one kidney nationally, the
1998 scheme now allocated both kidneys to a patient
anywhere in the country who was a perfect match, or one
kidney for a ‘favourable match’ (4 or 5 out of 6 antigen
match) if there was one; if there was not such a match
in the UK then both kidneys were still kept by the local
transplant centre. The scheme also introduced the concept
of prioritising children for a transplant, since they were very
difficult to manage on dialysis.

- refining the way
located in the UK
A Kidney Matters interview with
Professor Chris Watson, Chair –
Kidney Advisory Group

The 2006 review
The 2006 review, led by John Forsythe, finally established
the principle that kidneys were a national resource, and
that both kidneys from a deceased donor should be offered
for the most appropriate recipient wherever in the country
they lived.
This scheme also helped those patients with very rare
tissue types by considering them as the same as more
common tissue types, without any significant difference
in outcomes. This resulted in shortened waiting times
for such patients. The other groups of long waiting
patients are those who have been ‘sensitised’ by blood
transfusions, pregnancies or previous transplants such
that they cannot receive a transplant from many potential
donors. This scheme prioritised such patients for a
suitable transplant.
We also had to consider that if you receive a kidney
transplant when you are in your childhood or 20s, there is
a good chance you will need another kidney transplant in
your lifetime. If you do need that second transplant later
on in your life, the fewer non-self antigens you have been
exposed to in your first transplant, the easier it will be to
match you for your second transplant. For this reason, we
prioritised best matches for the younger patients so that
they were exposed to fewer antigens.
This allocation process has worked well for the past 12
years, but there remain some patient groups who still wait
longer than others and where there were opportunities to
improve outcomes.

The revised Kidney Offering Scheme –
due to be implemented during 2019
There are two types of kidney donation from patients who
have died. One is donation after brainstem death (DBD)
and the other is donation after circulatory death (DCD). In
the days immediately after transplantation DCD kidneys
take a few days longer to start working and patients usually
require dialysis for a short period of time. Concerns about
how this delayed resumption of function of DCD kidneys
might affect their long-term outcomes were limiting
their use. Recent analysis has shown that the long-term
function of DBD and DCD is similar.

Moreover, in recent years there have been increasing
numbers of DCD kidneys donated, with 4 out of 10 deceased
donors now being DCD donors. Kidneys from DCD donors
were not included in the 2006 scheme, since there were only
a handful performed, and the outcomes were questioned.
With the increased numbers, and assurances as to their
long-term outcomes, it was now important to incorporate
such kidneys into the national scheme.
We also identified a need to get the kidneys with the
potential to last a long time to the younger patients, who
had more of their life to live. Conversely, to get the good
but slightly older kidneys to those patients with less of their
life to live. So, we would see a 60 or 70 year-old kidney
going to a patient of similar age. To do this we developed
a weighting to preferentially allocate younger, greater
longevity (D1) kidneys to the younger (R1) recipients and
the older kidneys (D4) to the older (D4) patients. This was
in addition to prioritising matching, as identified by this and
previous reviews.
The revised offering scheme, which we plan to implement
in the UK by April next year, will also reduce the potential
waiting time for those patients who are more difficult to
match, either due to sensitisation or rare tissue types,
including those patients from BAME (black, Asian and ethnic
minority) communities, who have waited longer for an offer.
We believe this revised offering scheme will ensure
equitable access to a kidney irrespective of age, ethnicity,
location or previous transplant history.
www.kidneycareuk.org
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The British Transplant Games 2018
Kidney Care UK recognises the immense value
of the Transplant Games to kidney patients and
for the power it has to raise the public profile of
organ donation in the UK, and is a proud sponsor
of the Games. This year we also sponsored 15
individual children’s teams at a cost of £30,000,
enabling children who have received kidney
transplants, from across the UK to travel, with
their family to Birmingham to compete. As you
can see, money well spent.

What
Emily – Silver in the
obstacle race

Del and
Lindsay Rudd

“Every year for the last eight years I have represented Great Ormond Street
Hospital Renal at the British Transplant Games. The games are the highlight
of my year as I get to meet up with my friends, compete in sporting events
and represent the hospital. By attending the Games, I have been able to
improve on my swimming, keep fit and even win medals! However, the
most important thing about the games is it promotes organ donation.
This is my final year competing for GOSH Renal before I move onto adult
services, and I can honestly say the Games have changed my life. It has
enabled me to make friends for life and develop a better relationship with
my care team. The Games have also had a big impact on my family. My
parents have been able to talk to other parents who have been through
similar experiences, and my brother and sister have made friends with
other people whose siblings have had transplants. Even though this will
be my last games as a child I will definitely still go and represent my new
hospital when I become an adult!”

Emma Beedon, 17
24
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a Year!
“This is my first Games because I was too poorly to attend
last year. I really enjoyed myself because I made friends
there and, most of all, I enjoyed being the only girl in our
Team. Hazel, our Team Leader, looked after all of us. I won 2
silver medals, one for running and one for ball throwing.”

Faith Tilley, 8

Received kidney donated by mum, Lindsay in 2016

Two thank-you banner photographs by Beth Druce at www.bethdruce.com

Raymond

www.kidneycareuk.org

Issue 3 Autumn 2018

25

My brother
By Clive Hook

Ellis Hook was a young, hardworking motorbike enthusiast when he lost his life 50
years ago. He became one of Bristol’s first organ donors and his legacy lives on.
My brother Ellis was an apprentice baker in a local
company, Mounstevens, and had to get to work in
the early morning. His working day started at 5.30am
and finished at 3.30pm – long days, but he loved the
work and the camaraderie of the bakery shop floor.
After more than a year of completing the journey by
push bike he was old enough, and had saved enough
money, to get his first motorbike. Although his rather
battered Ariel Arrow was his taste of motorised
freedom, he longed for a better bike and soon he
got his beloved Royal Enfield 250GT with a bright red
fibreglass tank.

old local woman who had been waiting for nine
months. She was not the first in the queue. The
three before her all turned down the opportunity
because the procedure was so risky and the
outcomes very uncertain.
She hoped she would at least see her three-year-old
daughter for a few more years. But, fifty years later,
her daughter is married, she has grandchildren and
the original kidney is still in full working order. It’s
very likely she is the longest surviving recipient of a
kidney from a ‘stranger donor’ in the world.

On Thursday 31st October 1968, he was nearly
home when a car pulled out in front of him and Ellis
collided with the side of the vehicle. He was wearing
a helmet (my parents would never have allowed
him to have a bike without one) but this was not
enough to save him, and he suffered significant brain
lacerations in the accident.

Fifty years later, her
daughter is married, she
has grandchildren and the
original kidney is still in
full working order
This was the end of Ellis’s life at 18 years old, but
a whole new chapter for someone else and for
Southmead Hospital. The surgeon Humphrey
White (who had been drafted into Bristol from
Addenbrooke’s Hospital in Cambridge to start a
transplant programme in the South West) saw an
opportunity to carry out the first kidney transplant in
Bristol and had three or four potential recipients – all
of whom had total renal failure and were on dialysis.
My parents agreed to his being a donor in the hope
and belief that, out of their tragedy, someone might
get a chance of a new life. That person was a 25-year

On 31st October this year, we will be celebrating and
giving thanks for the miracle that started in 1968 in
Southmead, and has now contributed so much to so
many. In fact, there are plans for two celebrations –
a formal requiem and thanksgiving at St Stephen’s
in Southmead on 31st October, and then a more
light-hearted entertainment on Saturday November
3rd in Westbury-on-Trim village hall*.
We will be raising funds for the Southmead Hospital
Charity and several kidney patient and donor
support charities, including Kidney Care UK. We
want to raise awareness of the wonderful work
that continues at the hospital, help to reduce the
queue for donor kidneys and do what we can to
eradicate kidney disease.

*For further information or if you would like to join us,
please contact me at clive.hook@clearworth.com
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Ellis Hook
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An appeal for your
“Thank you for this amazing
week. I have done things I have
never done or ever thought
I would do! It boosted my
confidence and helps me cope
whilst being away from home.”

Later this month we’ll be launching our very first fundraising appeal as Kidney Care UK. From 27th November we’ll
be asking for donations in support of the children and young adult activity breaks we fund across the UK.
Kidney disease is tough for every patient, but for young people it can be particularly
challenging. Time lost through dialysis or treatment means school is often disrupted;
restricted diets and fluid intake makes it hard to fit in with the social activities of friends;
and as children become young adults they find themselves isolated when all they want
is to feel normal and fit in with their peers.
Kidney Care UK funds unique activity breaks offering young kidney patients some
respite from the day to day challenges of living with kidney disease. They meet fellow
patients (who often become life-long friends) and share experiences; they receive
professional healthcare support on self-managing their medication and treatments but
in a non-clinical setting; and most importantly they have fun taking part in a variety of
activities from which they gain confidence, new skills and a huge sense of achievement.
These breaks have a positive impact on the long term mind-set of young kidney patients.
Prior to taking part they often experience feelings of isolation and hopelessness. They
leave with a renewed sense of purpose and feel more in control of their lives.
Over 1000 children and young adults are living with kidney disease in the
UK. We are asking you to help us support these young patients by making a
donation to Kidney Care UK.
To find out more about our appeal and how your donation could be
doubled visit www.kidneycareuk.org or call us on 01420 594 964.

Donations made via www.theBigGive.co.uk
between Tues 27 November and Tues 4
December have the chance to be doubled,
helping us raise even more funds that will help
transform the lives of young kidney patients.

Our 2018 Christmas
Collection is on sale now.
To see the full collection and make
an order online, visit:
www.kidneycareuk.org/christmas
You can also request a paper
brochure by calling 01420 594 943
or email fundraising@kidneycareuk.org
28
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support

THANK YOU
Your support is the only way we can improve
the lives of kidney patients.
Thank you…
… to all our Facebook fundraisers who have
raised over £12,000
… to Raj Thaker who raised £5,000 climbing
Mount Kilimanjaro

“Awesome weekend
away, met some great
people and now have
some epic memories.
Can’t wait for the
next one.”

… to our founder, Elizabeth Ward OBE, and
long-standing supporter Viviane Edgley for
their unstinting and generous support
…to Mark Smith for organising a Gala Dinner
which stands to raise over £12,000
… to Nathan Black for raising £2,000 through
sponsorship of his participation at the
Transplant Games
… to the 30 #KidneyWarriors who ran the Great
North Run or Royal Parks Half Marathon.

Nathan Black

Raj Thaker

We believe that no-one should face kidney disease alone.
By supporting Kidney Care UK, you can help us ensure
we’re always there, whatever else happens.
Visit: www.kidneycareuk.org/get-involved
Call:

01420 594 943

Email: fundraising@kidneycareuk.org
Write: 3-4 The Windmills, St Mary’s Close, Turk Street, Alton, GU34 1EF
Registered Charity number 270288 (England and Wales) and SCO48198 (Scotland)
www.kidneycareuk.org
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Having a great time Our holiday in Crete
By Diane Graham

My husband Tom saw a holiday where dialysis could be arranged in Crete advertised that really
appealed to him. This was the first time we had considered travelling abroad since he started
dialysis so we were naturally quite anxious about how to go about planning it. When Tom mentioned
the holiday to Sue, one of the nurses at his dialysis unit, she told him that she was also the holiday
co-ordinator and gave him the email address for Maria at the Mesogeios Dialysis Centre in Crete. 
It was last September that I emailed Maria with the dates we would like to go away and she
answered immediately. I advised her that we would only book the holiday and insurance once
we had confirmation that there would be a place available for Tom. She kindly furnished me with
hotels that were nearby and sent me all the forms
to pass on to our dialysis unit. Our Unit was very
There was a huge choice
helpful and completed the forms, which we then
of food, all the staff were
emailed back to Maria. She confirmed that Tom was
very proud of their hotel
booked in and confirmed the dates and times we
had chosen. Over the next 9 months, I kept in touch and went out of their way
with Maria advising her when we paid our deposit
to make our stay perfect
for the hotel and paid for our holiday insurance.
We chose the Agapi Beach Hotel in Amadoura as it was only a 10-minute car ride from the Dialysis
Centre. Maria advised that she would arrange for a car to pick Tom up at the hotel and take him to
the Dialysis Centre on his scheduled dialysis days.
Still not believing that things could run so smoothly, when the balance of the holiday became due
I emailed Maria again, just to be sure that things were still going to plan. She again confirmed the
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- wish you were here!
dates, times and pick up times at the hotel and
forwarded the forms again for later results to be
completed. She advised that on his first visit Tom
needed to take along his European Health Insurance
Card and passport. She also requested that he took
along his Tinzaparin and Epo injections. I contacted
TUI, our holiday company to advise that he would be
taking syringes on the aircraft, and they made a note
of this on our booking.
About 4 weeks prior to our holiday Sue, our holiday co-ordinator, arranged for all my husband’s
tests to be done. She scanned them all, along with his passport and European Health Insurance
Card and forwarded them off to Maria at the Mesogeios Centre. She also sent me copies of the
email and all the medical reports she had sent off on our behalf. He was also given a ‘Fit to Fly’
letter and a cold pack holding his necessary syringes needed for his two-week treatment. To cover
these through security at the airport we had a doctor’s letter, also arranged by Sue, our holiday
co-ordinatior.
We couldn’t have chosen a better hotel than the Agapi Beach for our first attempt at holidaying
abroad whilst on dialysis. The hotel was beautiful. It was spotlessly clean and we were made so
welcome by all the staff. There was a huge choice of food, all the staff were very proud of their
hotel and went out of their way to make our stay perfect. The hotel was right on the beach and
all beach beds and shades were free as were safes in the rooms and Wi-Fi. It seemed
that there was always a cool breeze on the beach so it was very pleasant. All in
all, the hotel was perfect. We went on a couple of trips while we were
there and also caught the bus into Heraklion. By far the most
enjoyable was the trip on the road train up into the
hills to visit a really old village and a monastery,
now run by nuns.

www.kidneycareuk.org
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The gardens were beautiful. For just 12 Euros each,
it was a bargain and so enjoyable.
On the first day of dialysis Tom was collected by car
bang on the promised time of 6.30am and driven to
the Dialysis Centre. He was welcomed at the door
and escorted to the ward. He said it was a lovely
room with a large window looking out onto the
mountains. He was connected up immediately and
then given his breakfast of a hot ham and cheese
toasty. There was TV and Wi-Fi available to pass
the time. He said the nurses were wonderful and
everything was pristine. Every day a doctor visited
him to check that he was well. As soon as he was
finished, there was a car waiting to bring him back
to the hotel. All this was covered by the EHIC
(European Health Insurance Card).
We can only hope now that the EHIC (or a very
similar reciprocal scheme) will continue so that
we can have other holidays like this. This was
such a good experience that we will not hesitate
to go abroad again.

It is a good idea though, to do your homework first
and work out the distance between your chosen
hotel and dialysis centre, as nobody wants to have a
long journey before and after dialysis when you just
want that time to enjoy your holiday.
All things considered, I count ourselves as being
very fortunate to have found Maria at Mesogeios,
Sue our holiday coordinator and the fabulous Agapi
Beach Hotel.

To book a holiday with Mesogeios in one of their dialysis centres in Greece go to
www.mesogeios.gr/en and ask to speak to your dialysis unit’s Holiday Co-ordinator who will be
happy to guide you through the process.
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Auto Windscreens We have a
get creative
winner!
Well done Steven Martin for coming
up with the winning caption for our
two teddies. Also, our apologies to
Erina Hill for misprinting her name in
the Summer issue of Kidney Matters.
It’s a great picture Erina and thank
you for letting us use it!

Technician, Paul Garford and Fleet Manager, Shaun Alton with Kidney Care
UK’s Mandy Balfour, and Head of Fundraising, Rob Hope

When Auto Windscreens discovered that the young daughter of
one of its technicians, Paul Garfield, had been diagnosed with
kidney disease, they wanted to show their support and offered
to display the Kidney Care UK logo as part of their van livery.
Keep an eye out for the 11 vans, like Paul’s (pictured), that now
feature our logo.

Daddy, where’s the picnic?

Paul, his wife, Tracy, and daughter Emily (14) are being
supported by one of our advocacy officers and the renal team
at Great Ormond Street Hospital.

Who is your
unsung hero?
It takes an army of people to get us through a successful
dialysis session, look after us on the transplant ward or
to make things a bit easier at home. Who gets up and
makes you a cup of tea in the middle of the night when
you can’t sleep? Who spends time to stop and ask how
you are on a busy dialysis ward? Who remembers you
prefer the chair by the window? Who never complains
when you’re grumpy because you’re not feeling great?
Let us know who your unsung hero is, enclose a picture
and we will let them
know they’re a hero in
a future issue of Kidney
Matters.
Send nominations to
editor@kidneycareuk.org

Oscarine Barukh’s first book on how she
has coped with the highs and lows of 26
years of dialysis and transplantation, is
now available to purchase at www.tbsom.
co.uk It’s an inspiring and captivating
read and explains why, despite the many
challenges she has faced, she always has
a great big smile.
www.kidneycareuk.org
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The Great North Run
Here are just some of the wonderful photos sent in
to the Kidney Matters office from all our runners
and supporters of this year’s Great North Run.

Lindsay Salter (runner), Kay
Hall and Rebecca Freidl (who is
also a dialysis patient)
Our amazing team of runners

Amanda, Graeme, Jack & Lilly Harker

Amazing spirit – photograph by Graham Whitworth

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

Whether you are a kidney patient, living with
a kidney patient or a professional associated
with our care, Kidney Matters is your
magazine. Packed full of useful hints and tips
on how to keep well, enjoy holidays, eat tasty
food and keeping 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 home address.
There are four simple ways to order your own
copy of Kidney Matters.
1. Detach, complete and send back to us the
tear off strip attached to this page. This slip
folds into a secure postage-paid envelope
and just needs to be posted.
2. Phone us on 01420 541424
3. Email us at info@kidneycareuk.org.uk letting
us have your name, address, post code
4. Go to www.kidneycareuk.org/sign-up and
join our mailing list.

If you are a UK dialysis, transplant or renal
unit, boxes containing multiples of 25 x
Kidney Matters magazines may be ordered.
We pay the postage. Please phone or email us
with address and contact name details.

If you or someone in your family is a kidney
patient, Kidney Care UK may be able to help you if
you are struggling to make ends meet. There are
many ways we can help:
•

With domestic bills or sometimes even a
domestic appliance

•

By funding all or part of a holiday

•

By helping out with travel costs to and from
hospital

•

By helping to pay further education or training
fees or books, equipment or lodgings whilst
you are studying

The application process is simple and speedy.
For more information go to:
www.kidneycareuk.org/financial-support
Sharron Smith
“When I started my holistic
therapy course I was so
worried that I wouldn’t
be able to finish it, that I
would be too ill or miss
classes. I cried when I got
my results; a distinction
and 100% attendance.
It means so much more than anyone could understand.
Beforehand I was in a very dark place but your grant has
truly changed my life. Thank you, Kidney Care UK, for
allowing me to feel like I have a purpose in life.”
Since completing the course, Sharron has managed to
secure a regular spot at the centre where she did her
holistic therapy course - it’s called Golden Years and is for
the over 60s. They can come in and she will give them
some reflexology and have a chat with them. So not only
has our grant helped Sharron, it’s also having a knock-on
effect with other people too.

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

tear along fold

Sign up for your
own free copy

Applying for a Kidney Care
UK Grant

