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Welcome to
Kidney Matters

Message
from the
editor
Hello,
Welcome to the autumn issue of Kidney Matters.

Coronavirus (Covid-19) update
from Paul Bristow, Chief Executive
Hello,
Welcome to another edition of Kidney Matters, in what
has been and continues to be extraordinary times for
everyone in the kidney community. I do hope that you
are continuing to stay safe and well, and that Kidney
Matters helps in some small way to keep you informed
and connected to the wider kidney community.
As I write these words we have just heard that
the Government is starting to relax shielding
arrangements during July and August. Although a
welcome sign that we are perhaps starting to see the
early signs of light, I know there is a long way to go.
Many of you will understandably feel nervous about
the potential risks and we will continue to press the
Government to ensure that they provide ALL the
information you need to assess your own situation
and make decisions on the amount of freedom you
are comfortable with.
I do hope that the next time I write this update, it
will be in happier, safer times for all kidney patients.
And please remember we are here to help and only a
phone call or an email away.
Take care

There’s no question about one thing, we’ve all had
our worlds turned upside down since March. It’s
been tough and frightening and we’ve all observed
things we will never forget. But who hasn’t felt the
love and joy as we all joined together to clap and
sing to thank the incredible nurses, doctors and
hospital staff who have fought to keep us alive, and
the thousands of support workers who have kept us
all fed and safe?
As we emerge from this phase, surgical lists are
re-opening. If you are waiting for arteriovenous (AV)
fistula surgery you will be excited to read about a
pioneering approach to this surgery that has the
potential to vastly improve the look and efficacy
of our fistulas. We also challenge you to cook up a
delicious family dish in the Kidney Kitchen with Chef
Ripley, and to see if you too could be as inventive
as some of our brilliant supporters have been over
the past few months to ensure those pennies keep
rolling in so that we can keep supporting kidney
patients.
We all hope you are safe and that you know every
single one of us here is fighting your corner.
Enjoy the read.
With kind regards

Deborah Duval
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When there’s more month than money
Chronic kidney disease affects every aspect of our lives. One major area of
concern for many kidney patients is how to manage finances when there’s not a
lot of money coming in.
If you are struggling to navigate the benefits system or if you’ve had to reduce the hours you are able to work because
of poor health and now just can’t make ends meet on a reduced income, our Kidney Care UK Welfare and Benefits
Health Check service may be able to help you. It offers a range of different services all tailored to help support you
and your family through those really tough times.
Sometimes, the problem is complex and can’t be fixed with a grant to help purchase a replacement fridge or financial
assistance to cover college fees. It is at times like this that a far more holistic approach is needed to look at how
best to support you and your family immediately and over the longer term. It’s not easy to ask for help, but with the
financial strain relieved, you will find it easier to concentrate your efforts on managing your health and enjoying life.
For the past two years Kidney Care UK has partnered with Auriga to offer our welfare, benefits and debt advice
service. In this time we have helped support 1,800 kidney patients with personalised, practical advice and help.

Extraordinary year
Already 2020 has been an extraordinary year for
people living with kidney disease and those who
care for them. As a team we spend time with those
who may be financially vulnerable to identify how we
can maximise their income – and we will spend as
much time with them as required and strive to get
the best possible results.

How does it work?

Eleanor Po

Once you have been referred to us by one of the
lovely Kidney Care UK Advocacy Officers, you will
speak to someone like me. We make contact with
you within 48 hours of the initial referral and support
you through the entire process.

ole

Working for Auriga

We look at every case on an individual basis and
sensitively tailor our advice around your needs.
Starting initially with an honest and in-depth,
but friendly conversation about your whole lifesituation. We then make a plan to help where we
have both identified that there is a need.

My name is Eleanor and I work at Auriga Services
in the Midlands where I’m the Team Manager for
Auriga Assist, which specialises in welfare benefits
and debt advice. I have worked at Auriga Services
for seven years and for five of those, I have worked
closely with kidney patients.

This help could be practical advice on how to manage
a problem debt, help to make a benefits claim, clarity
on what your financial situation might look like if
you have to reduce working hours or take time off,
checking whether your current benefits entitlement
is correct or even challenging a decision in court if a
benefit decision has been considered unfair.

Our mission at Auriga is to always achieve the very
best long-term financial well-being for our clients.

We leave no stone unturned and cover every aspect
of your financial wellbeing.

kidneycareuk.org
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“There is no time limit to our
service, we are there for as
long as it takes to achieve
what we set out to do.“

Average income increase per
patient after our intervention
- £1,085
The team at Auriga have used their specialist, indepth knowledge to gain some truly amazing results
for kidney patients, who received benefit decisions
that didn’t accurately reflect how their health
conditions affect their day-to-day lives.

Average income increase for
each patient we represented
at a tribunal - £5,039
We help with things that seem small but have a
huge impact. We can help with:

• A referral to Occupational Therapy for aids such
as adaptations in the home

• An application for a reduction in Council Tax
should a patient need to use an extra room at
home for dialysis treatment and equipment

• A grant application for essential items such as a
bed or a washing machine

• Making an online application for a blue badge.

459 successful applications
for essential items
There is no time limit to our service, we are there for
as long as it takes to achieve what we set out to do.

“Our mission at Auriga is to
always achieve the very best
long-term financial wellbeing for our clients. “
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If you would like to apply for a
Kidney Care UK Welfare and
Benefits check, contact us at
info@kidneycareuk.org and ask
to be put in touch with your
local Advocacy Officer.
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When I needed you, you
were there….
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Life can turn on a sixpence. When Jonathan Sayers lost his well-paid job not long
after being diagnosed with chronic kidney disease his life felt bleak. With a little
help from Kidney Care UK, Auriga and his Kidney Patient Association (KPA), he
was soon back on his feet and looking forward to a new start.
I was first diagnosed with type 1 diabetes when I was 14.
My mum has type 1 diabetes and when she saw I was
becoming really lethargic and sleeping a lot she did a
blood test on me. My blood sugar was way up to 32, so
we knew that something was wrong.
Problems started when I got my first girlfriend and we
ordered in a lot of take-aways and sat in during the
evenings. Plus all the sports I had been doing just went
out of the window.
I wasn’t adjusting my insulin needs very well and one
minute I had a really high blood sugar and the next it
was really low. It was a vicious cycle.
Dialysis happened really quickly. I was travelling around
the world working wherever I could get a well-paid job.
I was paying off my car loan as quickly as I could and
managing to put money aside every month too. But I
remember feeling really odd; pins and needles in my
legs and I just felt unwell all the time. So, true to type
as a Northern man, I thought, “I’ll just ignore it and I’m
sure it will go away.”

“Everything changed for me at
this point. I lost every part of
my independence.“
I got a phone call one day from Dr Karkasz, my renal
consultant at the James Cook Hospital, telling me to
come into see him right away.
I was rushed in as an emergency and started on
dialysis immediately. Dr Karkasz said he didn’t know
how I had managed to do so much with such low
kidney function. But I think I just got used to feeling
ill and worked through it. Soon after that I had my
fistula formed and now dialyse at the Stockton Dialysis
Centre three times a week.
Everything changed for me at this point. I lost every
part of my independence. I lost my job, I lost my car, I
couldn’t pay my rent and I couldn’t look after myself
properly either. So I moved in with some friends. All
my life I have worked hard and I just couldn’t do this

kidneycareuk.org

now because I was really ill. I had bills to pay but I had
no money coming in and I couldn’t see a way out of
it. All I had was a carrier bag which contained all my
medical stuff.
The dietitian at my dialysis unit (there is no social
worker there) put me in touch with my local KPA and
Linda Pickering, who is the Kidney Care UK Advocacy
Officer for the North East of England.
We met up in the hospital café, I was so stressed, but I
didn’t need to be. They were amazing and, after buying
me a cup of tea, they both said they would help me and
support me every step of the way.
First of all, they said they would contact Auriga for me
and explained the ways in which Auriga could help
me. Then the North East Kidney Patient Association
(NEKPA) gave me an immediate small cash grant for
some basics. Linda helped me to get a hardship grant
from Kidney Care UK so I could buy a bed. They also put
me in touch with the local council’s ‘homeless team’.
The next day someone from Auriga called me and we
discussed all the different ways they could help. We
talked through my living arrangements, how I was
buying food and essentials, what income I had
(which was none) and my medical condition.
My circumstances meant that I qualified for
Personal Independence Payment (PIP) and
Universal Credit. As soon as this money started
to come through it meant I could pay my friends
a little bit towards my rent.
The council found me a small flat really close to the
hospital and I moved in during May this year. Kidney
Care UK, Auriga and NEKPA have all helped me with
grants for some furniture and kitchen equipment.
The flat is perfect and what it means to me cannot be
measured in words….it’s home and a new start.
Linda, Auriga and NEKPA keep in regular contact with me
to check that I am ok, and thankfully, with all of their help
I am. I also want to thank my friends who have stood
by me through this time; they’ve been amazing. I never
imagined my life could get so difficult, but I can honestly
say I am really beginning to live again now.
All I need now is my transplant.
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“The flat is perfect and
what it means to me
cannot be measured in
words….it ’s home and a
new start.“
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Transplant Triumph: Belfast
becomes busiest Transplant
Unit in the UK
In the midst of the Covid-19 pandemic a story of triumph over adversity emerged from
Northern Ireland’s world-renowned kidney transplant team!
The team, led by Dr Aisling Courtney and surgeons Tim
Brown and Hannah McGowan, undertook almost 30
kidney transplants whilst transplant centres across the
country were closed due to coronavirus.
In the space of just two and a half weeks this truly
remarkable feat reduced Northern Ireland’s kidney
transplant waiting list by a third and resulted in new life
beginning for people, many of whom must surely have
felt that their chances of receiving a transplant had
reduced rather than increased during lockdown.
It’s down to the sheer determination and
professionalism of our transplant team that they were
able to make those miraculous telephone calls, upon
which our entire kidney community places hope upon
hope, at a time when the NHS was restructured and
refocused to fight Covid-19.

But in Northern Ireland we welcome a challenge and
our world-renowned transplant unit, located on the
eleventh floor of Belfast City Hospital, was relocated
to the Royal Victoria Hospital with the burns unit
transformed into a post-operative transplant ward.
This collaboration between the City and Royal
Hospitals and the Ulster Independent Clinic enabled
the team to once again equal the UK record of
undertaking five transplants within a 24 hour period!
It has been a huge boost for the medical and patient
community across the country to hear this news from
Belfast - shining a light into the the darkness and once
again highlighting the Organ Donation message that
these transplants, all of which were made possible
thanks to deceased donors, would not have happened
without those life-saving conversations.
BBC NI broadcaster Stephen Watson, who received
his second kidney transplant last December carried
the story on the local evening news proclaiming it as
a “remarkable story amidst the coronavirus crisis!”
Stephen, an inspiration to so many of us in Northern
Ireland, is absolutely correct!
During lockdown, Thursday evenings became a time
of ‘Clapping for our Carers’ who have become the
frontline in confronting Covid-19. I hope that this news
from Belfast provides a new impetus for praise of
our kidney transplant teams across the country, who
dedicate their own lives to enable new life to emerge in
the face of unprecedented global challenges.

Article by Andrew Cromwell ,
Kidney Care UK Northern Ireland
Ambassador

Consultant Surgeon Mr Tim Brown, Northern Ireland
Kidney Transplant Team, with Betty Jennings, living
kidney donor and Kidney Care UK NI Ambassadors
Jo-Anne Dobson and Andrew Cromwell.

kidneycareuk.org
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Consultant Surgeon Mr Tim
Brown, Northern Ireland Kidney
Transplant Team

‘ In the space of just
two and a half weeks
this truly remarkable
feat reduced Northern
Ireland’s kidney
transplant waiting list
by a third.’
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Chicken and
vegetable crumble
Prep: 20 mins • Cook: 1 hour • Serves: 6
A wholesome meal with a small amount of parmesan and nuts to give some crunch
without too much phosphate per portion. By boiling the vegetables first it keeps the
potassium content low.
Ingredients
400ml low-salt vegetable stock
300g celeriac
2 sweet potatoes (approx. 120g)
2 carrots (approx. 120g)
1 leek (approx. 70g)
150g frozen peas

Crumble topping
150g butter
200g plain flour
25g ground almonds
40g parmesan cheese
25g flaked almonds

400g chicken breasts, skinless
200ml half-fat crème fraîche
2 tablespoons plain flour
1 tablespoon wholegrain mustard
1 teaspoon dried sage
1 teaspoon olive oil

Carbohydrate The carbohydrate in this dish mainly comes from the sweet potato and the flour. The carbohydrate
values have been provided for those trained in insulin adjustment.
Phosphate/ potassium Boiling the vegetables and discarding the water helps to remove some of the potassium.
Celeriac is often avoided due to its high-potassium content, but when boiled and used in the quantities provided it can
be included on a low-potassium diet. Nuts are high in both potassium and phosphate, but in the quantities used here
almonds can still be included for a crunchy crumble topping.
Protein The chicken in this dish provides protein and makes it a good choice if you are on dialysis. For those who
have been advised to reduce their protein intake, why not try the vegetable crumble recipe.
Special diets
Gluten free: Use gluten-free flour in the crumble and corn flour in the sauce.Vegetarian/Vegan: See vegetable
crumble recipe which can be found on the Kidney Kitchen website.
Healthier option There is the no added salt in this recipe but It is slightly above the range to be classified a low-salt
dish. To reduce the fat content of this dish use a low-fat margarine in place of butter.
Storage This recipe can be frozen before baking in the oven by wrapping in cling film, then foil. To defrost, thaw
overnight in the fridge and bake for 30-35 minutes as above.

1

2

Heat oven to 190C/gas mark 5 and
bring a large saucepan of water to
boil. Peel and dice the celeriac, sweet
potatoes and carrots. Trim, clean and
slice the leeks. Dice the chicken into
equal size pieces.

Add the sweet potatoes and
vegetables to the saucepan of
boiling water. Boil for 10-15 minutes,
drain and discard the water. Heat
the olive oil in a frying pan and fry the
chicken until cooked.

kidneycareuk.org
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Add the drained vegetables to the
chicken and add the vegetable
stock. Simmer on a low heat for 5
minutes.
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Cooking in the kitchen with Chef Paul Ripley
This savoury crumble is delicious with a creamy chicken and vegetable filling and a crunchy,
cheesy topping. Great for a family meal and suitable for home freezing.

K dney

K tchen

Everyday dish

FO O

4

47.1g

Low phosphate
Low potassium
Carbohydrate

Low protein
Low salt
634Kcal Energy

i

CTS
FA

4

D

Nutrition values are calculated per serving • Kidney diet guidelines vary for each
individual • Consult your dietitian or doctor for the specific diet that is right for you.

4

Stir together the crème fraîche
with the flour and mustard. Stir
into the chicken and vegetables
until thickened, then add the sage.
Remove from the heat.

5

6

For the crumble, use your fingertips
to rub the butter, flour and ground
almonds together until they
resemble breadcrumbs. Grate and
stir in the parmesan and add the
flaked almonds.

Spoon the chicken and vegetable
filling into an ovenproof dish and
scatter the crumble on top. To cook,
bake in the oven for 30-35 minutes
until golden brown on top.
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The Kidney Kitchen - a year on
With over 90,000 visitors to the Kidney
Kitchen website since its launch a year
ago, the message has been received
loud and clear. You asked us for a
fresher-looking downloadable, recipe
card and more food analysis detail. Well,
we have delivered.

very quick but wonderfully tempting dishes, which can
be enjoyed at any time of the year. Check out the Indian
spiced baked beans and the Corned beef, egg and
mustard hash or, if you fancy a treat try the Meringue
nests with tinned fruit salad and Chantilly cream.
To all you budding chefs, we’d love to see photos of the
Kidney Kitchen recipes you are cooking up. Send them
into us at info@kidneycareuk.org and we will share
them on social media.

We’ve been working with the British Diatetic
Association, Renal Nutrition Group (BDA, RNG) and
our professional chef, Paul Ripley, to cook even more
of the recipes you are asking for: easy to prepare
snacks, simple everyday meals, vegetarian dishes and
some delicious, special occasion cakes.
We also continue to work with some great guest chefs
too. Celebrity and Michelin star rated chef, Nathan
Outlaw has been working with us to modify more of his
recipes and will be back with us in the Kidney Kitchen
later in the year.
Plans are also well underway to expand our Asian and
our Caribbean influenced recipes. So watch this space
for more from Dela Idowu and Haley Trim Jones.

Hayley Trim-Jones and Dela Idowu cook with Chef

Our refreshed Kidney Kitchen website
www.kidneykitchen.org now carries a brand-new
recipe card design too, full of colourful photos, easy to
follow instructions and a comprehensive food analysis
to make it much easier to spot the recipes that help
you eat well with kidney disease. The bonus of course
is that the whole family can enjoy the recipes cooked
up in the kidney kitchen because we simply won’t
compromise on taste.
We hope you cooked along with Chef during lockdown
too. Using many of the ingredients found in our food
parcels and cooking in his own kitchen Chef created four

kidneycareuk.org

Happy, healthy eating!
www.kidneykitchen.org
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What’s in a name?
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The answer is ‘a lot’ if you don’t
understand what the name means,
or there are different names for the
same thing. Confusion has been all
too common when discussing kidney
disease, but a new international project
aims to tackle this problem.
As kidney patients, we know that there is often far too
little awareness and understanding of our condition
by the general public and sometimes our family and
friends. This highlights the importance of making sure
that our message comes across loud and clear to
everyone.
But we sometimes still use ‘renal’ and ‘nephro’ when
we mean ‘kidney’—even though we cannot assume
that everyone will understand what we mean, including
people who have just been told that they have a kidney
problem. In the same way, several terms are used to
describe kidney failure, including ‘chronic renal failure’,
‘end-stage renal failure’ and ‘end-stage kidney disease’.
The resulting confusion and lack of understanding
means that it is not only more difficult for Kidney Care
UK and other charities to get across their message,
but it also makes it much harder for some patients to
learn about their condition and become partners in
their kidney care. This is why KDIGO, the global kidney
guideline organisation, has recently published new
advice on the words to use when talking about kidney
disease (see below).
This new advice follows focus group discussions
involving kidney patients and their carers from the
UK, USA and Australia. It will be no surprise to hear

that group members said they were often confused
and sometimes baffled by some of the words used by
their kidney doctors. They agreed that they preferred
‘kidney’ to ‘renal’. They were very much against using
‘end-stage’, saying that it causes distress and fear,
implies that people are at the end of life, and can lead to
despair and stigma.
Patients’ and carers’ views were reflected in comments
from doctors and scientists involved in kidney research,
and editors of medical journals. They agreed about the
confusion caused by the kidney world’s use of different
terms, adding that the resulting inconsistency makes
it difficult to compare different treatments across
different research studies.
The kidney world has been using different words for the
same thing for so long that it may well take some time
for everyone to switch to using KDIGO’s recommended
terms. But the initiative promises to help increase
public awareness about our condition, make life easier
for us when we talk to our doctors, and make more
sense of research—which should all improve our care.

How to talk about kidney disease: what’s in and what’s out
In

Out

Kidney disease

Renal; nephro-

Kidney function

Renal disease; nephropathy (except for specific diseases,
e.g. membranous nephropathy)

Abnormal kidney function

Renal/kidney impairment; insufficiency; dysfunction

Kidney failure

Chronic renal failure; chronic renal disease; chronic nephropathy;
chronic renal/kidney impairment/insufficiency/dysfunction;
irreversible kidney failure; end-stage kidney

Chronic kidney disease

Chronic renal failure; renal/kidney impairment/insufficiency/dysfunction

Kidney replacement therapy

Renal replacement therapy

Acute kidney injury

Acute renal failure; acute kidney disease
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Surviving Covid-19
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While the UK was in lockdown and with the knowledge that hundreds
of families were losing loved ones to Covid-19, every day, Eleth Meehan feared the
worst as her husband Jason was taken to hospital with breathing difficulties.
When Jason Meehan told his wife Eleth that he
was feeling unwell earlier this year, he thought his
inhaler might be the culprit and asked his GP for a
replacement. When the new inhaler didn’t ease his
laboured breath, he completed the coronavirus online
test. His responses to the online assessment indicated
that his symptoms were not in line with those
associated with coronavirus.
It was early March and news that the particular strain
of coronavirus, Covid-19, was likely to reach pandemic
proportions in the UK preyed on Jason’s mind. As a selfemployed graphic designer with a young family, he was
beginning to feel too unwell to work. With his wife Eleth
still unwell with symptoms of coronavirus and with his
breathing getting more and more laboured, he called 111.
An ambulance was dispatched and the crew immediately
carried out a test for Covid-19. It was positive.
“I’ve been a kidney patient for about seven years
now, so I know when I’m not well. But, although I knew
I didn’t feel right, I had no idea that I’d been infected
with Covid-19. I really didn’t think I was that ill!”
After a few tests in A&E at Colchester General
Hospital, Jason was kept in overnight. Then, the
following morning and much to his surprise he was told
that he was going to be taken to the intensive care unit
(ICU) to be placed in an induced coma.
“They came over and told me that they were going
to put me on a ventilator because this was the best
chance I, and my three-year-old kidney transplant,
had of surviving. I didn’t have much time to think about
what was happening: just enough time to call Eleth and
my mum, who had been my donor, to let them know
what was happening. Literally in a moment, everyone
was around my bed putting tubes in me.”
Jason was placed on a ventilator for just over two weeks
and has no recollection of anything during this time.
Eleth called the unit every day checking on his progress.
The team in ICU did not want to keep Jason in an
induced coma for more than 12 days, as it is after this
point that patients can become dependent on the
ventilator and struggle to breathe independently. But
at the 12-day point, it was clear that Jason was not
ready to breathe for himself and remained on the
ventilator for a further two days.
At day 14, the team looking after him were confident he
was through the worst of the virus, so his sedation was
reduced and to support his breathing, a tracheostomy
(a tube inserted through his neck into his windpipe) was
performed so that he could receive adequate oxygen.

kidneycareuk.org

Over the following weeks, Jason received intensive
physiotherapy to help him regain some of the strength
he had lost in his limbs, and the tracheostomy was
removed. He was very weak and had lost muscle
everywhere in his body.
It was close to a month before Jason was discharged
back into the care of Eleth in their own home. Eleth,
not yet fully recovered herself, comments, “We are
lucky because we have two sets of in-laws who were
able to help us by caring for our little girl Blayke when
Jason first came home. It probably didn’t meet with
the rules on social distancing, but our priority at the
time was to get Jason home into familiar surroundings
and with me looking after him.”
For those lucky enough to emerge from Covid-19,
recovery is piecemeal and painful, and requires regular
physiotherapy. Because Jason had to be ‘turned’
frequently whilst comatose in hospital, he sustained
some nerve damage and he has not yet regained the
use of his right arm. But this will repair over time.
The news Jason was most keen to hear was that his
transplanted kidney had not been damaged.
“I couldn’t believe how weak I was. But I was
determined to get my strength back. Running my own
business is a pressure, but it also provided me with the
incentive to get back in the driving seat so that I could
continue to support my family.”
Jason is now back at work, weaker but very much on
the road to a full recovery and enjoying life with Eleth
and their little girl Blayke.
A true Kidney Warrior!
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“They came over and told me that they were going to put me on a
ventilator because this was the best chance I, and my three-year-old
kidney transplant, had of surviving. I didn’t have much time to think
about what was happening: just enough time to call Eleth and my mum.”
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Kidney Clinic

Hair today, gone tomorrow?
Baldy, slap head, cue ball—it’s no wonder
sudden hair loss is distressing for kidney
patients. But there are ways to cut through
the problem and improve your hair.
Like our finger and toenails, hair is made of a protein
called keratin. Each hair is formed from cells at the
base of a hair follicle beneath the surface of the skin
(Figure 1). These cells are the only part of the hair that
is alive. The hair shaft, which is visible above the skin, is
regarded as dead tissue.
You inherit the quality, colour and thickness of your
hair from both your mother and father. Everyone’s hair
changes with age. Most obviously, hair loses its colour
and becomes white (it looks grey when there is still a
mixture of white and dark-coloured hair).
“The texture of the hair also changes as you get older:
it becomes drier, in part, because less oil is produced
by the sebaceous glands. As we age, hair also grows
more slowly. As a child or teenager, hair can grow to
waist length, but not in late adult life,” says Dr Jen
Jones, a Consultant Dermatologist at the Royal Free
Hospital, London, with a special interest in hair loss.

Age and hair loss
Patterned hair loss is the most common form of agerelated hair loss, usually occurs gradually and affects
both men and women. It can develop in men at any
time after puberty, but usually affects women when
they are in their 50s and 60s, though may start in their
30s and 40s.
Jen explains: “Patterned hair loss, also known as
androgenetic alopecia, is caused by a combination
of hormonal changes and genetic inheritance. It can
be inherited from both sides of the family and, while
most people with patterned loss have a family history,
there are many who do not. Patterned hair loss tends
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to be considered normal for older men, whereas in
women it is less socially acceptable. In both men and
women, it can cause psychological upset especially if
they are young.
“In patterned hair loss, the affected hair follicle
shrinks, producing hairs that gradually become smaller
in diameter, lighter in colour and shorter. This process
is called miniaturisation. Men usually lose hair from
the top of the head and at the front of the hairline. In
women, there is widespread thinning of the hair, mainly
on the crown of the head.”

Kidney disease and hair loss
Just like everyone else, many people with kidney
disease experience patterned hair loss as they get
older. At the same time, kidney patients may suddenly
lose hair due to abnormal changes in hair growth
and shedding. This form of hair loss is called telogen
effluvium and occurs when more hairs shift from the
growing or anagen phase to the shedding or telogen
phase (Figure 2).
It is normal to shed about 30-150 hairs each day. We
do not usually notice this kind of hair loss, since usually
only around 10% or one in ten hair follicles are in the
shedding phase. In telogen effluvium, up to 80% or
eight in ten may shift to the shedding phase.
You may first become aware of telogen effluvium
when you realise that you are losing more hair each
day. After brushing or washing your hair, there are
more strands on the hairbrush or in the plug hole. You
may also find more hair around the house or on your
pillow in the morning.
In most cases, telogen effluvium happens suddenly and
occurs around three to four months after the triggering
event. The hair usually gets thinner all over the head, so
that the scalp becomes visible. There is less volume of
hair, so a ponytail or plait becomes thinner.
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Figure 1:
Diagram of a human
hair

Hair
shaft

Figure 2: The hair growth cycle

Sebaceous gland

Epidermis
(outer layer of skin)

Anagen or growing
phase (90% of scalp
hairs)
Catagen or
transition
phase

Arrector
pili muscle
Dermis
Hair bulge
Hair bulb

Blood vessels

Exogen or
new hair
phase

Telogen or resting phase
(10% of scalp hairs)

Anagen or growing phase, lasting two to seven years: the
duration of this phase determines the length of hair

Sebaceous gland: secretes an oily substance called
sebum, which lubricates the hair

Catagen or transition phase, lasting about 10 days: the hair
bulb at the bottom of the follicle shrinks and detaches from
the blood supply

Arrector pili muscle: a tiny muscle that causes the hair to
stand on end

Telogen or resting phase, lasting about three months: the
old hair rests and the new hair begins the growth phase

Hair bulge: the location of stem cells, which provide the
hair follicle with new cells

Exogen or new hair phase: the old hair falls out and the new
hair continues to grow

“There are many possible causes of telogen effluvium
in people with kidney disease, such as medication,
severe long-term illness, major surgery such as a
kidney transplant, low iron levels, and nutritional
deficiencies due to a restricted diet. Telogen effluvium
is also very common in the general population as a
result of stress, major life events, medication, extreme
dieting, thyroid abnormalities, severe acute infectious
illnesses and childbirth,” adds Jen.

“Hair shedding is a
common side effect of
tacrolimus”
Treating telogen effluvium
Generally, telogen effluvium recovers if you can
remove the source of the problem. Your hair will start
growing again but, depending on the length of your
hair, it may take many months for your hair to regain its
previous thickness.
While your hair is recovering from telogen effluvium,
you can disguise the appearance of thinning by using
volumising dry shampoos and powders. Colour sprays
make hair thinning less visible by covering up the scalp
where it is showing through. Keratin fibres can be

especially useful on top of the scalp, which is the most
vulnerable area to hair loss. The fibres are sprinkled
over the top of the scalp where they stick to your
natural hair, so should not cause irritation.
A healthy diet is essential for healthy hair follicles. So Jen
recommends that you consider taking a hair supplement
for six months if you have had telogen effluvium.
“It is important not to take multiple supplements as
this may result in overdose, and always check with your
kidney doctor or GP before starting any kind of overthe-counter treatment,” she advises.
Jen does not recommend any of the biotin or
caffeine shampoos advertised as encouraging hair
growth: “There is little good evidence of any benefit
and they are considerably more expensive than
regular shampoos. The only scalp treatment I would
recommend is minoxidil. It is licensed as a treatment
for patterned loss in both men and women and may
speed up recovery of telogen effluvium.”
Minoxidil is available as a foam or lotion and is applied
to the scalp. You buy minoxidil over the counter—it
is not available on the NHS and you do not need a
prescription. Before using minoxidil you should check
with your kidney doctor or GP to rule out other causes
of hair loss and to make sure that there will be no
interactions with your other medications.

Issue 10 | Autumn 2020

D

UE

TI

N

18

N
CO

When to see your doctor
The NHS advises that you should see your GP if you have sudden hair loss, and:

• you develop bald patches
• you are losing hair in clumps
• your head also itches and burns
• you are worried about your hair loss.
You should also talk to your doctor if you are worried that one of your medications may be
causing your hair loss—alopecia or telogen effluvium may be listed as a side effect in the
patient information leaflet (Table). It may be possible to adjust the dose of the medication or
switch to another treatment.
Examples of medications that may increase hair shedding

• High doses of vitamin A
• Anticoagulants: e.g. heparin, warfarin
• Cholesterol-lowering drugs: e.g. simvastatin, atorvastatin
• Immunosuppressants: e.g. cyclophosphamide, tacrolimus
• Blood pressure medicines: e.g. beta blockers, ACE inhibitors
• Antidepressants: e.g. fluoxetine, sertraline, paroxetine
• Hormonal therapies: e.g. oral contraceptive pills
Hair shedding is a common side effect of tacrolimus, especially when you are taking a high
dose in the first few months after your transplant. Your hair usually improves after the dose of
tacrolimus has been lowered to your maintenance or long-term dose.
If you do not see any subsequent improvement in your hair loss after about three to six
months and you are very concerned, you may have the option to switch to ciclosporin. It is the
same type of drug as tacrolimus and does not cause hair loss. Instead, ciclosporin can cause
excessive hair growth or hypertrichosis. Unfortunately, hair does not only grow on the head but
also everywhere else on the body, which you may find equally or more unacceptable.

Caring for thinning hair
“You should continue to wash your hair regularly if you have thinning hair. Some people with
telogen effluvium stop washing and brushing their hair because they think that it will increase
shedding. When you do wash or brush your hair, all the hairs that were ready to shed will come
out at the same time, which may give the impression you are losing even more hair,” advises Jen.
“Washing your hair will not damage the hair follicle and cause permanent hair loss. However,
because hair becomes drier as we get older, it is more vulnerable to damage from treatments
like hot blow drying, straightening, and colouring. The result can be a condition called
weathering, with split ends, breakage and changes in the hair’s texture.
“Try to leave your hair to dry naturally, but if you use a blow drier, it should be on a cool setting.
Ideally avoid products containing hydrogen peroxide and if you have to colour your hair try to use
semi-permanent hair colours, since they are thought to be less damaging to your hair,” says Jen.
You may damage the hair follicle if you put tension on your hair, with a tight ponytail, braiding
or bun. Over time, the result may be traction or scarring alopecia at the front of your hairline.
This form of hair loss can be reversed if you stop putting tension on your hair, but in some
cases the hair loss may be permanent.
Finally, you can improve the appearance of thinning hair by taking a fresh look at your hair
style. A long, straight, smooth style may emphasise thinning hair, while a layered cut can add
more volume. So talk to your hairdresser and ask their advice about a new hair style.

kidneycareuk.org
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“You can improve
the appearance of
thinning hair by taking
a fresh look at your
hair style”
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General advice on hair loss from the NHS:
www.nhs.uk/conditions/hair-loss/
More information on minoxidil: https://bit.ly/2WO13Ys
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Article by Sue Lyon:
Freelance Medical Writer &
Editor, London

Support for people affected by hair loss from Alopecia UK:
www.alopecia.org.uk

MO

Information about hair loss from the British Hair & Nail
Society: https://bhns.org.uk
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How we’re supporting you behind
the scenes
None of the work we do at Kidney Care UK could happen without the people you perhaps
don’t see very often. So, we thought we’d shine a spotlight on what they are doing to
help us get through this unprecedented phase in our lives, plus how they’re managing to
juggle work commitments and home life…and what one of our colleagues did about her
planned wedding!

Cecilia Owen, Kidney Care UK Challenge
Events Manager

Cecilia’s story

again and give them that big hug at the finish lines of
our favourite events. Until that day though, please join
them and us as we continue to support kidney patients
by taking on a virtual challenge. For details on how to
join in go to www.kidneycareuk.org/events
As a team, we have also been sharing our #selfieisolation
photos in lockdown and on 2 May, my fiancé and I had a
virtual wedding day with our friends and family to mark
the day we would have got married. It was great fun, but
we are very much looking forward to the rescheduled
date when we can do it for real!

Samantha Sharp, Kidney Care UK Policy
Officer

Sam’s story

Covid-19 has understandably changed the world of
challenge events significantly over the last few months,
with many being cancelled or postponed. But this
hasn’t stopped us engaging with supporters who have
been keen to take on challenge events – albeit very
different ones for us this year!
As we stay home and isolate, people have been so
imaginative in thinking of new ways to fundraise for us.
On 26 April (the original 2020 London Marathon date)
people did bike-athons, discos and skipping challenges
in their gardens, kitchens and living rooms as part of the
26.4 challenge for Kidney Care UK.
Our supporters are truly inspiring and I can’t wait until
the time comes when we can celebrate with them

kidneycareuk.org

Since the beginning of the outbreak, I’ve been spending
most of my time making sure our website guidance
for kidney patients is up-to-date. This is a fast-moving
situation with so many serious implications for all
kidney patients. I’m working hard to get to grips with
new government guidance as it is published and
picking out the relevant points for kidney patients. We
want to make sure our guidance answers the most
important questions, so I have been working with our
communications team to find out what our supporters
are most worried about. Throughout the outbreak, I
have been struck by the strength and mutual support
in the kidney patient community - there are always so
many people who respond to questions and worries
with reassurance, kindness and helpful information.
I’d like to say I have taken up a new hobby or learnt a
new skill with all the extra time I’m spending at home,
but with three young children at home with me I haven’t
had spare time for anything like that! I’m lucky to be
able to get out for a short run to clear my head from
a day of work and attempting some sort of homeschooling routine. I’m hoping this will burn off all the
extra snacks that are being consumed!
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Sharon Woodward, Kidney Care UK Social
Media and PR Officer

Sharon’s story

I look after our social media channels as well as
working with journalists to ensure that Kidney
Care UK, and stories about kidney health, are
featured in the newspapers and magazines that
you read, or news programmes you watch or listen
to. I’ve been self-isolating since 18 March as I take
immune-suppressants so am in one of the high-risk
groups. I’ve been home since then with my husband
and seven-year old son; both my son and I have
celebrated birthdays in lockdown.

Marianne Lake and Sally Clinkard, Kidney
Care UK Office and Grants Administrators

Marianne and Sally’s
story

We are the first line of contact for kidney patients
and their families who call or write into the charity. An
important part of our role is to respond to queries and
offer timely support and information by sending out
our patient information leaflets and by signposting to
our range of support services.
We also administer the grant applications and provide
much needed financial assistance to kidney patients
when they need it most. During this Covid-19 crisis we
have dealt with a huge variety of calls and emails from
worried patients. Nothing has made our job easier than
having the great resource of our constantly updated
website, our efficient and patient-oriented team of
Advocacy Officers and the support of our caring
counselling service.

Marianne

Sally

2020 is turning into our busiest year yet for media
and social media, so working from home has been a
bit of a challenge but a rewarding one too. Journalists
have had to adapt to the situation, as we’ve all seen
some are broadcasting the news from home. So I am
on call pretty much 24/7. Kidney patients have been
adversely affected by coronavirus so it’s important
that their voices are heard in the media.
I have also been working with colleagues across
the organisation to ensure that we are taking the
government advice and working with other medical
organisations to provide regular tailored information
for kidney patients. I also spend a lot of time answering
questions from patients and their friends and families
on social media. One thing that has become really
clear is that people need reassurance in uncertain
times and I hope we have been able to offer that to
people at a time when they have needed it the most.
I have been trying to ensure my son keeps learning
while he has been at home although sometimes we
are a bit ‘creative’ with how we have been teaching.
I love baking so we’ve made lots of bread and cakes
and used this as an opportunity to learn about
maths; pizzas or round cakes are great at learning
fractions too! I have also been learning how to knit
using a loom and also finger knitting using t-shirt
yarn, turning these into necklaces.
I am trying to go with the flow and not get too anxious
– if I can’t change the situation I try not to waste time
and energy worrying about it
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A thing of beauty - improving
aesthetics in fistula surgery
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Is it possible to have it all - a functioning arteriovenous fistula that is also almost-invisible
to the naked eye? Kidney Matters interviewed Rajesh Sivaprakasam on the new surgical
technique that is set to revolutionise the aesthetics of fistula surgery.
I noticed that we had variable engagement from
patients in having an AV fistula for haemodialysis.
We performed a study to help us better understand
why patients were making this decision. Despite
knowing the risks associated with dialysis catheters,
patients still preferred this option due to the scarring
associated with fistula surgery.

The endovascular arterial venous fistula
(Endo AVF)
This was the start of my journey towards getting
‘endovascular arterial venous fistula’ (or ‘Endo AVF’) to
our patients.

Rajesh Siv
aprakasa
m , Consult
Transplan
a nt
t & Ac c e s s
Surgeon ,
Ac c e s s S e
L
ead for
rvices , B a
rts Health
N H S Trust.

One of the questions I’m always keen to ask someone
due to receive a transplant is, “What do you actually
want from this transplant?” As surgeons, we feel the
ultimate aim is to keep a person alive in the best and
safest way we know. And of course, this is exactly what
we are trying to do. But the conversation shouldn’t
stop there. What about the other aspects of life that
are important to the patient in addition to staying
alive? How do they want to look? How do they want to
feel about themselves? What are their aspirations in
life? What does the phrase ‘good quality of life’ mean
to them?

Why do we need a fistula?
In order to have haemodialysis, we need to gain access
to a blood vessel that has been made strong enough
to handle the needles that allow blood to flow out to
and return from a dialysis machine. The preferred
choice of access is called an arteriovenous fistula (AV
fistula). But you can also opt for a tunnelled plastic
dialysis catheter. The dialysis catheter has increased
risk of infection and so we do advise patients that a
functioning fistula is their best bet.

kidneycareuk.org
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An AV fistula is created using open surgery, where
a vein is sutured (stitched) to the side of an artery
to create a vein usable for dialysis. This operation
is performed at the wrist or the elbow, based on
suitable veins and arteries, under local anaesthesia
or, infrequently, under advanced anaesthesia. This
operation has associated risks, such as bleeding,
infection and certainly results in a scar.
For a relatively simple fistula surgery, the patient will
be left with a scar 4-6 centimetres long. But longer
incisions are associated with more complex types of
fistula. We are also limited to very few locations in
which we can place an AV fistula on the body - only
the wrist or upper arm to the elbow, or the groin or
thigh area.

The rule of six
A fistula can be called ‘a good one’ when it can be used
for dialysis successfully. Often the fistula is assessed
using the ‘rule of six’. This means, at six weeks postsurgery, the fistula is 6mm in diameter, at a depth of no
more than 0.6cm, blood-flow rate should be 600mL/
min and the length of the fistula should be 6cm to allow
for a successful two-needle dialysis.

Running out of options
What happens to a patient if we have exhausted these
few options? We can use an artificial vein called PTFE
(polytetrafluoroethylene – an artificial ‘bridge’ placed
between an artery and a vein). This is used in patients
who have had multiple failed fistulas. Patients who
are not suitable to undergo surgery safely may have
to opt for a dialysis catheter or consider another type
of dialysis.
This limits what we can offer patients. So I started
looking for ways to increase patient choice and
improve the aesthetics of the fistula that would not
compromise its success. I found that there were
two new ways of forming fistulas just emerging on
to the market. Both techniques resulted in minimal
scarring. One technique involved inserting two small
catheters, one into the vein and one into the artery,
and then using radiofrequency to ‘burn’ the sides of
the two vessels together to form an arteriovenous
fistula. The other way involves using thermal current
to create a fistula.
We chose to pursue the radiofrequency method as
our radiologists are already familiar with inserting

“Despite knowing the risks associated with dialysis catheters,
patients still preferred this option due to the scarring
associated with fistula surgery”
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needles (or catheters) into their patients’ veins. They do this on a regular
basis whenever a fistula is blocked. So a major aspect of this technique was
already common practice in the UK. The next step was to travel to Paris to
observe the procedure being carried out in real-time.

Establishing the protocol in the UK
As Endo AVF surgery was a new pathway for fistula surgery in the UK, it had
to be scrutinised in the same way as any new pathway in medicine is, prior
to using it on patients. But once this process is completed, I know I can
confidently say to any patient, “This technique is safe and offers results
comparable to any open fistula surgery I can do for you.”
This said, we can’t guarantee that a patient will never require an opensurgery AV fistula if they encounter problems in the future. We haven’t
been doing Endo AV fistulas for long enough to have compiled sufficient
data to support assertions like this. This means we can’t discount the
possibility that if an Endo AV fistula does not work for whatever reason, the
fall-back position will be an open-surgery AV fistula. It is vital that everyone
understand this. These are very early days.
The cost of the Endo AVF device may be a limiting factor in offering this
option to patients nationally. The more patients who ask for this procedure,
the more likely it is to receive the necessary approval by the National
Institute for Health and Care Excellence (NICE). So we do ask that patients
and patient groups voice their support so that Endo AVF may be made more
widely available.

The programme is launched
By the end of 2019 we were ready to select the patients who would have
this new fistula surgery. It was a very exciting time but we were also very
cautious as we counselled our first few patients.
Despite this, every one of our patients wanted to be the first to have an
Endo AV fistula. As clinicians, it was very reassuring to know that we had
our patients on board with us on this new journey. If you have patients
Figure 1: How does Endo AVF work?

Two thin, flexible
magnetic tubes or
catheters are inserted
into an artery and vein
in the arm through a
small puncture or cut.

When placed near
to each other, the
magnets attract,
pulling the blood
vessels together
and aligning the
radiofrequency (RF)
electrode in the
venous catheter.

The electrode delivers
a burst of RF energy to
create a connection
between the artery
and the vein. The
catheters are then
removed.

The deep brachial
vein in the upper arm
is then blocked via a
catheter. More blood
flows to veins near the
surface of the skin to
make them suitable
for dialysis.

An Endo AV fistula
kidneycareuk.org
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“A functioning arteriovenous
fistula that is also almostinvisible to the naked eye!”

An AV fistula

with you then the word gets out and other patients in
other units will request this surgery. This is the only
way a new technique gains traction and becomes an
accepted process.
On day one, we had two patients on our list. One of the
experts joined us in theatre to oversee proceedings.
The technique is quite amazing. The person is not put
to sleep to undergo the procedure and it takes a similar
amount of time to open surgery. But we expect the
time the surgery takes to decrease quite substantially.
We numb the patient’s arm and the actual formation
of the fistula takes only a few minutes. The patient
remains fully awake. Then, like standard AV fistula
surgery, we scan the newly formed Endo AV fistula
immediately to check that the blood is flowing and
confirm that the surgery has been successful.
Another big plus for the patient is the realisation that
the only scarring they will be left with are two or three
tiny needle holes – the size of the end of a dialysis
needle. This means there is no restriction on moving
the arm, no need for heavy bandages and no need for
much, if anything, by way of pain relief afterwards.
In fistula surgery, we talk about two types of outcome;
one is ‘flow outcome’ and the other is ‘functional
outcome’. With an Endo AV fistula, the flow happens
immediately after the surgery is completed, and the
functional outcome sees the patient potentially able to
use the fistula as access for dialysis from two weeks.

Ask for the surgery
I would say to any patient in the UK who wants this
surgery to ask their renal team for it. As a Endo-AVF
team based in London, we are very keen to share this
expertise and if that means travelling to your hospital
to support your teams, we can arrange to do that.
Just ask the question!
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Me, extremely vulnerable?
One of the aims we all have as we tackle chronic kidney disease is to lead as normal
a life as possible. Generally, with a few hiccups along the way, most of us manage
this. So what happens when we are told we are part of a group of people considered
‘extremely vulnerable’? Here, Holly Loughton, prolific blogger and kidney transplant
recipient, explains how hearing this news made her feel.
I’ve heard and read these words so many times over the
last few weeks. Logically, I understand why; I know my
decreased immunity would impact my ability to recover
from coronavirus if I caught it. I realise how vitally
important it is that I follow the strict advice I’ve been
given, to stay inside, shielding myself from the world for
however long is necessary. As much as I miss my job,
my daily routine, and face-to-face contact with people
outside my household, I know the risk is just too great.
None of this makes it any easier to get my head
around the new label I’ve recently acquired. Extremely
Vulnerable.

“I haven’t always been as
independent, healthy and
capable as I am now”

I’m 32, I’m reasonably fit, and other than the odd
migraine, I can’t remember the last time I was unwell. To
the casual observer, I don’t look at all like somebody who
is at risk at the moment. I don’t naturally feel this way
about myself either.

“My health is currently the best
it ’s been in many years, but I’ve
also never been so at risk”
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It’s so strange to me that contrary to what I feel I should
be doing in these circumstances, I need to do the exact
opposite, stay at home and accept help. I find this
extremely frustrating, not only because I want to be
more helpful than I am, but because of how it makes me
feel about myself.
I haven’t always been as independent, healthy and
capable as I am now. These things are hard-won
achievements, and something I’ve had to fight for,
both against others’ perceptions of me as someone ill,
impaired and in need of protection, and against my own
mind telling me, “Are you sure you should be doing that?
You are ill, after all?”
From where I’m sitting now, inside the house for the
foreseeable future, trying to strike a balance between
keeping up some sort of daily routine and allowing
myself enough space to maintain my mental health,
it’s like I’ve fallen into some weird coronavirus-induced
time warp. I’ve gone back to where I used to be before
the ‘very big mind-shift’ happened and I realised I was a
person with a chronic illness and not just a patient. My ill
health did not have to define me beyond what I chose.

somehow, I can’t. I’m not able to leave the house, so
not only am I fairly useless to other people, I’m limited
in what I can do to help myself. I’ve had to move to stay
with friends who can keep me safely shielded, and
register online as an “extremely vulnerable person” so
I can easily access help if I should need it in future. I’ve
also seen and read numerous worrying news reports
mentioning “people with underlying illnesses”, “preexisting conditions” and “at-risk groups”. It always takes
a minute for my mind to register that they’re referring to
me. This dependence is a jarring reminder of the past
life I hoped I’d left behind forever.
My self-image and my reality no longer match. My health
is currently the best it’s been in many years, but I’ve also
never been so at risk. Every realisation of “I can’t do that
anymore” is a reminder that even though my illness is
invisible, it will never be completely absent.

Article by Holly Loughton

But right now, it does. Instead of independent and
capable, I feel trapped, reliant and more than a little
anxious. As much as I want to go out and volunteer
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To read more from Holly go to
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From the front line

Asking the important questions
Coronavirus: Kidney Care
UK – working hard to
keep kidney patients safe
There is no doubt the coronavirus pandemic has
shaken the whole country to its very core. Kidney Care
UK would like to pay a special tribute to all our NHS
kidney colleagues who have been truly magnificent
in their response to this crisis. We have all had a part
to play. The team here at Kidney Care UK has been
working very closely with the Renal Association and
the British Renal Society to ensure your questions and
concerns are represented at regular briefing meetings
with the Department of Health and Social Care and
the other major UK health charities. Your questions
and comments have helped shape new guidance and
helped us produce and update the coronavirus patient
information.
We have worked with policymakers across all four
UK nations, as each nation has responded in a
slightly different way. Thanks to our Kidney Care UK
Advocacy team for their insight and influence: Ewen
Maclean and Lynne Cunningham - Scotland; William
Johnston - Northern Ireland: and Linzi Isaac – Wales.
We are a small team here but it has been our number
one priority to ensure that you have the updated
information you need as soon as it has been published.
Sometimes this has been very late at night or early
in the morning. With over 500,000 views of the
coronavirus patient information on our website since
March, it is clear that you have found this trustworthy
resource helpful.

Shielding and access to food
At first, formal advice from the government about
who should shield was slow and unclear. We were

kidneycareuk.org

told early on that anyone with a transplant or taking
immunosuppressant medication should shield. But
there remained confusion about whether this advice
also applied to people receiving dialysis. Despite our
medical colleagues believing that anyone receiving
dialysis should shield, it took six weeks and many
emails and phone calls from us and our medical
colleagues, for the Chief Medical Officer to confirm
this officially.
Being notified that someone had been told to
‘shield’ helped employers understand which of their
employees should be furloughed on medical grounds,
and slowly helped with access for those shielding
to priority supermarket delivery slots. However, the
letters and texts came through to you very slowly, and
getting food was difficult.
We wrote to the Department for Environment, Food
and Rural Affairs (DEFRA) and all the large national
supermarkets to urge them to improve their help for
shielded people.

PPE
Provision of personal protective equipment (PPE) for
people travelling to and whilst on dialysis also became
an issue, as it became clear the introduction of PPE
for patients would help to reduce cross-infection
on the dialysis unit. To support this move we wrote
to the Chief Executives of all UK hospitals running a
dialysis service. Their responses were varied, but we
were struck by the thoughtfulness and care for kidney
patients expressed by many of them. We also had to
ask if the protection offered by PPE would be in any
way compromised if a patient wanted to eat or drink
during their dialysis session, whilst wearing it. We asked
the Renal Association and Renal Nutrition Group, who
rapidly developed guidance to support patient choice
and risk awareness.
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With Loanna Ball (Keira’s mum), Max and Emma Johnson (Max’s mum)

What next?

How will the new law work?

The massive increase in visits to our website to read
Kidney Care UK’s coronavirus guidance as well as the
flood of questions and concerns being shared by you
via social media, email and telephone illustrates the
range and size of the challenges currently being faced
by kidney patients.

The new Organ Donation (Deemed Consent) Act 2019
means adults in England will be considered potential
donors unless they have contacted the NHS Organ
Donor Register to say that they do not wish to donate
their organs or are in one of the excluded groups. The
excluded groups will be:

As the virus does not seem likely to be going away any
time soon, the challenge now is how we, as kidney
patients, can learn to live with it. The voice of kidney
patients should be a part of the planning work and
thanks to the 1,200 of you who took part in our ‘patient
experience with Covid’ survey, it will.

• Children under 18

Organ donation –
thank you
Eight out of ten people waiting for a transplant are
kidney patients, so for many years Kidney Care UK has
worked to promote an increase in organ donation and
transplantation. On 20 May this year the ‘presumed
consent’ law in England, known as Max and Keira’s Law
came into effect. Due to the pandemic, the law will
not be fully implemented until staff training and public
education are in place, and the necessary capacity
and strength in the workforce and in intensive care
are rebuilt. However, the law was very good news and
received support from politicians from all political
parties. It was very encouraging to have a short video
specifically for kidney patients from the Secretary of
State welcoming the law. Thank you for being a part of
this campaign.

• People who lack mental capacity to understand the
new arrangements and take the necessary action

• People who have lived in England for less than 12
months or who are not living here voluntarily
People can register a decision to donate organs on the
NHS Organ Donation Register for additional clarity, but
even if this is not done people will be automatically
opted in.
Families will still be involved. NHS Blood and
Transplant Specialist Nurses will continue to speak
with families about their loved one’s decision and
families will still be able to provide information if they
know that the person would have wanted to opt out of
organ donation.

Article by Fiona Loud:
Kidney Care UK
Policy Director
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For the most up-to-date information and advice on coronavirus and its impact on kidney
patients, go to: www.kidneycareuk.org/coronavirus
For details on Max & Keira’s law in England go to: www.kidneycareuk.org/organ-donation-law
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Get involved!
The power of the community
The impact of coronavirus has been
global. It has affected every single one of
us. Our kidney family in particular have
faced huge challenges and anxieties.
Yet in the midst of adversity, we have
witnessed communities growing
stronger, selfless acts, and inspiring
individuals offering us hope.
Thanks to our supporters we have managed to sustain
our vital services, even with increased demand, to
ensure no one faces kidney disease alone. We’re
incredibly grateful for your generosity, whatever its
format, but also hope you will choose to support us
and everyone affected by kidney disease again over
the coming months.

Take on Challenge 65 this Organ Donation
Week
This coming Organ Donation Week (2-8 September)
we’re asking you to take part in our Challenge 65. With
around 65,000 people in the UK being treated for kidney
failure, we are asking you to come up with a challenge
linked to the number 65. Could you walk 65,000 steps,
remember Pi to 65 digits or bake 65 cupcakes?
Visit our website for further ideas and find that challenge
that stretches you. Step out of your comfort zone and
raise funds to support kidney patients and their families.
Whatever you choose to do, get in touch to let us know
and we will support you every step of the way.

Champion a fundraiser in the lead up to
Christmas
We’ve also started thinking about Christmas and ask if
you can champion Kidney Care UK within your
community? Can your local pub run a quiz night? Does
your employer select a charity of the year? Do you
know an organisation able to donate an auction prize?
Or shop that would take a collection pot? Maybe your
children’s school could run a fancy dress day? Or your
place of worship could coordinate a collection?
Whatever form of support, please talk to your family,
friends and community on our behalf.
As always, we would love to hear from you!

We are delighted to announce that our
Christmas collection is now available

You can see the full collection online at www.kidneycareuk.org/Christmas
or request a hardcopy brochure by calling 01420 541 424
kidneycareuk.org
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Make a difference
through your
personal story
Sharing your kidney journey and how
Kidney Care UK has helped you, can
make a huge difference to the success
of our fundraising appeals and activity.
We don’t always need lots of detail,
but telling real stories about how the
charity has helped means that those
who donate can see just what kind of
impact their generosity has.
If we have helped you and you are
happy to share this with us, please get
in touch using the details below.

THANK YOU!

A big thank you to
Everyone supporting the charity through birthday, wedding or
kidneyversary collections
Manfred Sauer and Twenty-Six Digital for choosing to
support us as your charity partner
Scott Mills, his family and friends. Scott raised £1,500 for
Kidney Care UK in January shortly before he passed away. His
incredible family and friends have gone on to raise a further
£3,300 in Scott’s honour
To all those who took part in the 2.6 Challenge - from garden
discos, to climbing 26 flights of stairs, to cutting your hair in
just 26 snips, it was fantastic to see so many people getting
involved
Eva Gillespie for raising an amazing £3,024 by sharing your
kidney journey alongside an ask to support Kidney Care UK on
World Kidney Day
To the ladies of Dundonald Townswomen’s Guild
(Northern Ireland) for hosting another fundraising event and
raising a further £153

Get in touch
w:
t:
e:

www.kidneycareuk.org/get-involved
01420 541 424
fundraising@kidneycareuk.org
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Let’s get physical

IC LE

Exercising in the privacy and safety of our own front room became the
new normal for many of us during the months of lockdown earlier this year. However,
whilst we know that increasing our fitness level will improve our mental and physical
health, we do also know that making the transition from ‘couch potato’ to Joe Wicks is
not an easy ask.
So, what is going to motivate us to get moving and what
does ‘increasing our fitness level’ actually mean?

instructors who also contributed their time and
expertise to these short videos:

Our body was designed to move. The more it is able to
move, the better it will perform to support us. We also
know the science: increased physical activity helps
our mental health as well as our physical health. With a
healthier, fitter body and mind comes a host of other
benefits, including better management of stress and
improved quality of sleep, which in turn help support
every aspect of our lives – including the management
of our personal relationships.

• Ciara Roberts, a professional yoga teacher and

We’ve been through a frightening time this year, with
all of us who have chronic kidney disease (CKD) having
to adopt a new way of living to protect ourselves from
infection. So, whilst improving physical fitness can
mean anything from stretching exercises whilst sitting
in a chair to long-distance running, over this past six
months whatever exercise we do has had to take place
in our homes.
Recognising that kidney patients will want to know
what exercises are safe and can be done at home,
specialists at Bangor University have developed
an exercise programme called MOVE. The MOVE
programme is specifically designed to help kidney
patients improve their physical health and includes
literature, posters and a series of short video clips
showing some of the exercises you might like to try
(www.move.bangor.ac.uk).
We wanted to know what you’ve been doing at home
to keep yourself fit. We asked five kidney patients,
all of different ages and at different stages of CKD to
demonstrate their own personal fitness routines in a
short video, and explain what impact exercise has had
on their life.
What links them altogether is their commitment
to participate in some form of regular, structured
physical activity, albeit some more vigorously than
others! But, as a consequence all have achieved a
marked improvement in their overall state of physical
and emotional health.
We are very grateful to Maddy, Ciara, Molly, Dee
and Nick. Thanks also to three great professional

kidneycareuk.org

nutritionist, who is also a kidney transplant recipient

• Heather Claridge, a professional Pilates instructor
with experience in working with kidney patients

• Mikey Spice, a motivational personal trainer who
specialises in weight management
Each video may be viewed at the link below. Whatever
one you decide to watch, we hope the videos
demonstrate that exercise is fun and is well within the
reach of us all.

What were you doing to keep yourself fit during
lockdown? Send in a photograph or short video
clip of you doing whatever it was you chose to
do during lockdown to keep yourself fit, whether
it was half an hour on your stationary bike in the
kitchen or doing your burpees in front of the
television. We will share some of the best on
social media.
To view our exercise tasters, go to
www.kidneycareuk.org/exercise
Why exercise – overview by Dr Sharlene
Greenwood, renal physiotherapist
Go mad with Maddie
Keep it calm with Ciara
Move it with Molly
Don’t stop with Dee
Nice workout with Nick
Remember to ask your renal team for advice before
undertaking any form of exercise.
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The benefit of activity in
chronic kidney disease
Maddy Wa

by Dr Sharlene Greenwood, Consultant
physiotherapist, King’s College Hospital,
London

rren

There is a growing body of
evidence to show the benefit of
keeping active for those living
with kidney disease.

D ee M oore

Research has shown that it improves your cardiovascular
health, keeps your muscles strong and helps you to manage
other health conditions such as high blood pressure or
diabetes. There are also proven benefits to people’s emotional
wellbeing and quality of life.
It’s for these reasons that supporting people living with CKD
to increase their activity and keep up with this regularly is so
important. This is encouraged in everyone, both in people at
early stages and people who have more advanced CKD.
Some of the benefits include:
• Improved heart health and blood pressure control

M olly B ea

• Improved muscle strength
le

• Improved sleep pattern
• Improved wellbeing
• Improved energy levels
• Reduced leg tiredness
• Better ability to do things you enjoy
• Reduce your risk of falls
• Improved control of breathing
• Improved breathlessness
• Stronger bones
N ic k Palm

er

It can be common for people living with CKD to have reduced
muscle strength. This is often noticed in the legs, particularly
your thigh muscles (quadriceps). This can really have a big
impact on people’s ability to do the activities they enjoy.
It is not always easy to keep active, particularly during periods
where perhaps you are not feeling so well, or feeling very
tired. We know you may not feel up to it during these times,
so even doing some activity sitting in a chair or whilst you are
on dialysis can have a real benefit.

M ike y S pic

The recommendation for people living with CKD is to take
part in activities that make you feel slightly breathless, called
aerobic exercise, as well as strength building activities. The
main thing is to find an activity that you enjoy, and that you
feel that you will be happy to continue to take part in longer
term. Variety is key!

e

If you are unsure about taking part in any activities, or what
is right for you please talk to your local kidney care team who
will be happy to advise you further.

H eathe r

Cla ridge
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We welcome Amjid to our team
You might remember that in the spring 2019 issue of Kidney Matters, we carried a report called ‘Keeping the faith’.
The report outlined the work being done by leading Islamic religious scholars and Muslim faith leaders to develop
trusted guidance on organ donation and its place within the teachings of the Islamic faith. We interviewed Amjid Ali
about his contribution to that process and his work reassuring people from Islamic communities that their concerns
were being listened to and were helping to shape this guidance.
A year on and we are very happy to report that Amjid has now joined forces with Kidney Care UK, working with our
Policy and our Marketing and Communications teams to lead Black, Asian, and minority ethnic (BAME)
engagement and inclusion.
Amjid says “I am really excited by this opportunity. It’s an honour and privilege
to be invited to support an incredibly committed team with a broad spectrum of
experience, knowledge and skills. The team members are different in so many ways
and yet all share a unique and uncommon talent to bring hope and opportunity to
kidney patients and carers in need.
“Kidney Care UK has a strong track record in engaging with communities. My role
is to support Kidney Care UK with its aspiration to form a genuine partnership with
BAME communities, encouraging the active involvement of patients, carers and
community partners.
“For me personally, success depends on our ability to engage in a way that
continually demonstrates a respect and understanding of the cultural differences
and the importance of having regular community conversations that gather insight,
seek guidance and invite constructive challenge.”

The storm will
pass

A 100 miles in
the kitchen

Painted in a time of global crisis, this picture was
created by Andrew, a dialysis nurse at Belfast City
Hospital, in the hope that it would encourage his
colleagues in the NHS who care for those affected
by the coronavirus pandemic, often in very difficult
circumstances. ‘The storm will pass’ was painted
on a discarded hospital notice board and particular
emphasis has been placed on the Nightingale Hospital
(at the Belfast City Hospital) as it towers like a beacon
of hope above the Belfast skyline.

Two months of social isolation meant that getting on
his static bike for a short spin in the kitchen every day
had been the only form exercise available to Mark
Smith of Harrogate, who received a simultaneous
kidney and pancreas transplant 10 years ago. So he
came up with a way to put that exercise to better
use. Back in May he completed a ‘100 miles in one
day’ challenge, raising £400 for Kidney Care UK and
improving both his mental and physical health into the
bargain. Thanks, Mark!

The rainbow, a symbol of promise was included in the
painting to remind colleagues on the frontline of the
battle that the storm will soon be over.
(The frame was kindly donated by John at ‘Art and
Home’, Holywood)

kidneycareuk.org

35

Sharing the love with some of the
brilliant NHS teams looking after us
The team at the Edgware Kidney Care
Dialysis Unit look after 140 kidney
patients. Many of the London units
have been hit especially hard by
Covid-19 and find themselves caring
for some very poorly patients. Edgware
is one of those units who, as well as
caring for their patients, have had to
manage when key members of staff
have also fallen prey to the virus.
Thanks to Ruth Yang, a research
assistant at The Royal Free NHS
Trust in London, for sending in this
heartwarming photo.
On behalf of all of us – kidney patients
everywhere and staff here at Kidney
Care UK - we say
THANK YOU for caring.
Back row: (left to right) Jenny, Cilla, Jackie, Raymund, Tina, Nasser
Front row: Delvin, Anafe, Alma, Sladjana, Agnes

A gift in your Will helps us be there for kidney
patients today and into the future
A third of our
charitable activity
is paid for by legacy
gifts. Without them
we simply wouldn’t
be able to support
as many people with
kidney disease as
we do.
If you’d like further
information on
leaving a gift to
Kidney Care UK, call
us on 01420 541424

Every gift makes a difference
Issue 10 | Autumn 2020
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Dancing, transplants
and trophies
World championship dancer and dance teacher
Beverly Harris always knew she wanted to dance.
She just hadn’t considered that she would also
have to tackle chronic kidney disease (CKD) and
two transplants on her way to success.
When I was three years old I had several operations to remove
25 stones from each kidney. Sadly, by the time I was eleven, the
stones had reappeared and I had to have a partial nephrectomy
in order to remove them.
This never really stopped me from leading a full life as an adult.
I worked hard, at one stage working abroad. But I came back to
the UK deciding that it was time to follow my dreams and set
up my own dance school. Dancing was my whole life.
In 1996 my dad aged 52 suddenly died of a heart attack. It
was such a shock and it made me worried about my own
health. So I booked an appointment to see my GP. I was
told that I had CKD and was referred to the renal team at
hospital to have my kidney function monitored on a more
regular basis.

At the Wo

My kidney function continued to decline and by 2012 my kidneys were
working at only 17% capacity. I was devastated. I felt fit and healthy, dancing
every day and going to the gym to exercise.
By early 2014, I was deemed fit enough to be considered for a living-donor
transplant. My mum was to be my donor. However, it was at this time that we
discovered Mum had a small lump on her breast. The transplant couldn’t go
ahead. We were all devastated and I had to prepare to start dialysis.

Receiving the call
But on the morning of 25 June, 2014, I received a call from the transplant
team at the Queen Elizabeth (QE) Hospital in Birmingham. A kidney had been
donated and it was a good match. My first thought was of my donor and his or
her family but I was determined to accept this wonderful gift with grace.

At the World Championships in the Tower Ballroom, Blackpool

kidneycareuk.org
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During the year after my transplant, I raised £2,000 for
charity, participated in the Military Tattoo with my Dance
School and presented lectures in Dance at an event run
by the National Association of Teachers of Dancing.

Dancing success
2016 and 2017 were more successful dance years. The
transplant was stable but I did suffer with migraine
headaches and sickness sometimes and developed a
painful facial erythematous rash. My zest for life and
its opportunities still powered me on. I completed a
Contemporary Dance Course, my students competed
at the Blackpool Tower ballroom and I added
gymnastics to the list of classes I taught at the studio. I
was already teaching Ballroom, Latin, Freestyle, Street,
Contemporary and Rock ’n’ Roll.
2018 wasn’t a great year. I had constant vomiting,
secondary hyperparathyroidism, a nephrostomy
and ultimately a decline in kidney function. Although
horrendous at times, I stayed positive and celebrated
the fact that my Dance School had doubled in size. I
continued to eat as healthily as I possibly could and
drink only water and the occasional cuppa’.

An offer from Marie
At this time my ‘forever-friend’ Marie let me know that
she was ready for live donation whenever I needed her.
I felt blessed and have so much love for this special
person in my life.

“During the year after my
transplant, I raised £2,000
for charity, participated in the
Military Tattoo with my Dance
School and presented lectures
in Dance at an event run by
the National Association of
Teachers of Dancing”

I had my first dialysis session in April the same year.
I was so very poorly with a function of around 4%
and fully aware that I really needed this life-saving
treatment. I thought it was the end of the world!
This was also the year that I won the prestigious ‘Carl
Alan’ Teacher’s Award. These awards are classed as
‘The Oscars of the World of Dance’. My respect for
dance teachers is indescribable. However, I now have
equal respect for all the doctors and nurses involved
in my care and every single kidney patient at the QE
in Birmingham. With their help, kindness and genuine
concern I made it!!
I received a living-donor transplant on 6 January 2020
from my forever-friend. I am truly blessed.
Marie and me about to go into theatre
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Facebook fundraising
If you’re looking for a quick and simple way to celebrate a
special occasion and raise money for Kidney Care UK while
you’re at it, have you ever thought about setting up a Facebook
fundraiser? It’s quick and easy and every penny you raise helps
us support more kidney patients throughout the UK.
Since we set this function up two years ago more than
£65,500 has been raised through Facebook. That’s a lifechanging amount and we are incredibly grateful to everyone
who has set up a fundraiser and those who have donated.

Simple, quick and easy
You can set a fundraiser up to celebrate a birthday,
anniversary, or even a kidneyversary. It’s really simple and all
the easy instructions can be found on Facebook. But never
struggle - our fundraising team are here to offer support and
ideas too. Visit our website to find out more.
Across the world, almost one in five people have donated to
a Facebook fundraiser. We know that times are tough right
now and not everyone is able to donate so Facebook offers
the chance for you to share fundraisers with your friends and
family; 84% of Facebook users share to show their support for
a cause and highlight issues that are important to them.
Alan Burchett set up a Facebook Fundraiser as his 30-year
transplant failed and he went on to dialysis: ‘This happened
only a few months after one of my work colleague’s kidneys
also failed and we started dialysis at the same time in the
same unit. Work had been so good, supporting me through
the worse days, I then saw the fundraising pages on the
Kidney Care UK Facebook site and thought why not try and
raise £100. It was so easy to set up and so many friends and
family now donating that I’m upping my target to £500!”
Caroline Pinks set up a Facebook Fundraiser for World
Kidney Day 2020 and raised £55 for Kidney Care UK:
“My daughter Jessica suffers from a condition called
vesicoureteral urinary reflux which has caused damage to
her kidneys. My best friend also has kidney failure so I am a
bit more familiar with kidney disease than I would like to be!

kidneycareuk.org

I knew World
Kidney Day
was coming
and I wanted to
use my social media
platforms to help raise
awareness. When I was uploading some images
Facebook automatically prompted me to add
a fundraiser. It was so simple and easy to do. I
know what I raised wasn’t a huge deal but I hope
that it helps Kidney Care UK with their vital work
giving support to families with kidney issues.”
There are lots of ways that you can fundraise
whilst celebrating a special occasion, to find out
more go to www.kidneycareuk.org/celebrationgiving.

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

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

How to order your own copy of
Kidney Matters.
1. Go to www.kidneycareuk.org/sign-up and join
our mailing list.
2. Email info@kidneycareuk.org with your name,
address, post code and request Kidney
Matters.
3. Phone us on 01420 541424.

If at any time you want to update your
marketing preferences or unsubscribe
please contact us by phone or email
or write to us at Kidney Care UK, 3 The
Windmills, St Mary’s Close, Turk Street,
Alton, GU34 1EF.
Kidney Care UK will treat your details in confidence
and in accordance with current data protection
laws. For further information on how your data is
used and stored visit:
www.kidneycareuk.org/privacy

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

Nicks’s Story
Living through coronavirus made my daily life even
more of a struggle. I cannot work because of my
health, but when we were told as kidney patients that
we could not go outside, not even to exercise, the
strain of being stuck inside made my worries even
worse. I used to be able to say to myself that “it will be
all right.” But over the last few months anxiety levels
have increased and have really taken their toll.

I applied for a grant from Kidney Care UK to help me
with some of my day-to-day living expenses. I was
awarded £300. This help has made all the difference.
I may not have been able to go out, but at least I can
pay my bills and stop worrying!

Thank you Kidney Care UK!

Nick Anglin

Be a Kidney Warrior
Take on a virtual challenge

Get in touch to find out more:
01420 541424
www.kidneycareuk.org/get-involved
fundraising@kidneycareuk.org
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