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Message from the editor
Welcome to the winter 2019 issue of
Kidney Matters.

Make 2019 your year
You will have noticed that Kidney Care UK is
growing, not just in the number of patients we
help and in the different ways we are able to
support them, but also in the number of ways
you can support us.  
One area of particular expansion has been our
amazing group of brave Kidney Warriors. These
are not just the patient warriors taking on life with
kidney disease, but those warriors who choose
to take on a physically tough challenge and raise
funds to support Kidney Care UK.
Make 2019 the year you take on one of our
challenge events. You can take on any event you
choose - a fun 5k run, a stunning UK trek, an
open-water swim, a cycle or obstacle course – to
name just a few.
And, should this be something completely new to
you, do not worry. Our fundraising team is here
to guide and support you every step of the way.
Turn to page 28 to find out more about becoming
a Kidney Warrior in 2019

© 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

We talk food and drink in this issue. If
delaying dialysis is one of your New Year’s
resolutions then you will be interested to
read how Chris Rolfe managed to achieve
this by identifying his own ‘red light spells
danger’ food list. Or if you like the odd tipple, the sage
advice from Nick McAleer, one of our Kidney Kitchen
dietitians, on how to choose alcohol wisely, may help you
enjoy that drink even more. And of course, just when we
need something warming and wholesome to eat
to help beat these winter chills, we can always rely on
Chef Ripley to cook up a wonderful winter dish for us in
the Kidney Kitchen.
Also in this issue, the Kidney Clinic tackles the problem of how
and why dialysis can disturb our sleep, and offers some hints and
tips on how to combat this. And we update you on how the hard
work being done by Kidney Care UK to ease any negative impact
of Brexit on our treatment and ability to travel, is progressing,
along the ‘presumed consent’ organ donation bills as they move
closer to becoming law in England and Scotland.
If you are one of the many Kidney Matters readers who have
written in to us with holiday accounts or experience you feel
may help other readers, thank you! It is great to hear from you
and we will always do our best to include anything you send
in that may help others tackle life with kidney disease. If you
would like to submit an article to Kidney Matters please email
us at editor@kidneycareuk.org
In the meantime, here’s to a very happy and healthy 2019!

Deborah Duval
Editor
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Time for a fina
Kidney Care UK is launching a pilot Welfare and Debt Health Check scheme for
patients experiencing financial hardship.  The pilot will cover England and Wales
and is being delivered in partnership with Auriga Services, the not-for-profit welfare
and debt specialists.
Helping kidney patients with welfare, financial and social care
issues has always been at the very core of what Kidney Care
UK does, either through its patient grants programme, seed
funding renal social worker posts or through the National
Advocacy Team helping patients and their families navigate
the welfare and benefits system. We know that the diagnosis
of kidney disease triggers a whole series of concerns about
what the future might hold.
As patients, we are guided through most of our physical and
mental issues by our medical team. We know whom to ask
and usually what to ask. But what about our financial and
welfare health? Never far from our thoughts is the realisation
that we may not be able to work for a considerable length
of time, if ever again, and that the only way to achieve and
maintain a life that is as near to normal as possible is to
receive some form of financial assistance and guidance on
what other help is available to us.
Knowing whom to ask and how to ask for help is not easy or
comfortable, and frequently the added stress of mounting
household bills, hospital appointments and family life
exacerbates many of the symptoms of kidney disease. We
know this and we do our best, through our patient grants
scheme and the services of our Advocacy Officers, to try to
alleviate some of the stress experienced by patients who
contact us to ask for help.

that might help you lead a better quality of life, your
Advocacy Officer will do everything they can to assist you.
But if they feel your needs are especially complex and
might be better addressed in a free personal assessment by
one of Auriga’s trained professionals, an appointment will
be made for you.
How can it maximise your income? Our experts can help
you to identify and receive the correct benefits, access trust
and grant funds and other
services for which you
may be eligible, and
identify and reduce
any debts you
may have.
What have you
got to lose? A
lot of financial
worry.

But we also know that often kidney patients have complex
needs and a more specialised financial and social assistance
service is needed. Auriga has this experience and together
with Kidney Care UK will, for the duration of this pilot
scheme, work alongside our Advocacy Team to identify
patients who would benefit from a complete review of their
financial predicament.
What is a Kidney Care UK financial health check? If you are
experiencing financial difficulties as a result of your kidney
disease or finding it hard to access social care or equipment
We can help with –
• Aids/adaptions
• Carer’s grants
• Charitable grants
• Blue badge applications
• Debt write off/insolvency
• Disabled parking bays
• Disabled persons’ bus passes
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Disabled persons’ rail card
Energy and water-saving devices
Housing referrals
Medical exemption cards
Occupational therapy referrals
Social services referrals
Warm Home Discounts
Wheelchairs
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ncial and welfare health check
How Auriga Services were able to help Amira
Amira lives with her 13-year-old daughter. She has had two
kidney transplants that have failed and she now receives
unit-based dialysis three times a week. Being partially
sighted and coping with other health conditions has made it
difficult for Amira to manage her bills and other household
paperwork.
Amira’s needs were many and quite complex so she was
referred for a financial and welfare health check. Although
it was clear she had a great family support network and
neighbours who did a lot to help her, Amira required support
that they could not provide.
Firstly, Amira was helped to transfer from Disability Living
Allowance (DLA) to Personal Independence Payments
(PIP), which secured her weekly disability benefit. This was
followed by a successful appeal that challenged an HMRC
decision that ordered Amira to pay back a lump sum of over
£5,000 and reinstated Tax Credits.
During conversations, Amira mentioned that her daughter’s
bed was broken and she was unable to afford a replacement.
A successful application was made to Severn Trent Trust Fund
and a new bed was provided.

Through regular dialogue we were able to gain Amira’s trust
and speak about the benefits of money management, and
discussed budgeting and how to reduce expenditure. We
identified that Amira was eligible for a scheme run by her
water company, and a successful application was made, which
has reduced her annual water charges by £300 a year.
It is likely that Amira’s sight may get worse and devices
are now available that can help people with sight
impairments become more independent. We successfully
sourced charitable grants totalling £2,600 from a variety
of organisations, including Auriga, to purchase a device
for Amira. The device can read text, and programme in
recognition of products such as medication and food, along
with people’s faces. It can identify colour and can even tell
the time.
Reflecting on the help received, Amira said “Auriga have been
incredible from the start. I have been helped with so much
financially, which I am truly grateful for. I was told about the
device that would help me be visually independent – never
would I have expected this to happen. The device reads to me
and I am able to go to the shops for simple things like milk. I
have been given a new lease of life.”

The Kidney Care UK Advocacy Team

“Auriga have been
incredible from the start.
I have been helped with
so much financially, which

London and Head of Advocacy
West Scotland
East Scotland
North East Yorkshire and the Humber
North West England
Northern Ireland
Wales
East Midlands and East of England
West Midlands
South West England
South East England

Nick Palmer
Ewen Maclean
Lynne Cunningham
Linda Pickering
Rob Finnigan
William Johnston
Francesca Teasdale
Sandy Lines
Giulietta Whitmore
Kate Creswell
Caroline Young

I am truly grateful for.”

More information
For more information on the Kidney Care UK Debt and Welfare Health Check service contact your
local Advocacy Officer by calling 01420 541424 or emailing us at info@kidneycareuk.org
www.kidneycareuk.org
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Hope springs in Northern Ireland
By Andrew Cromwell

Kidney patients all across Northern Ireland are receiving
dedicated support and care from our regional team as they
work hard to meet the needs of patients, raise awareness
around those needs and deliver the Kidney Care UK
message of hope, far and wide!
Kidney Care UK’s Northern Ireland Ambassador, life-long
organ donation campaigner and kidney donor, Jo-Anne
Dobson is cutting a swathe across the region as she
promotes and fundraises to support the services provided
to kidney patients. Along with Kidney Care UK Advocacy
Officer, William Johnston, Northern Ireland’s kidney
patients have their backs covered.
Jo-Anne, who took up the role in February this year, just
weeks before donating a kidney to her son Mark at the
Belfast City Hospital, has been engaging with groups and
organisations to promote the Organ Donation message
and, in her own words, to “deliver a message of hope for all
kidney patients that a caring, compassionate helping hand
is always available.”
Jo-Anne said: “As a mother I have walked the harrowing
journey of kidney disease in my family since the birth
of my youngest son who has now received two kidney
transplants”. As a politician, I brought forward Northern
Ireland’s first Opt-Out Organ Donation legislation and now
as Ambassador for Kidney Care UK I get to promote my
passion to people all across Northern Ireland. It’s a dream
role and a delight to meet with so many heroes whose
inspirational stories touch and change lives!
“We are receiving such a wonderful heart-warming
reception from the public to our campaigning, whether it
was putting together teams of donors, recipients, donor
families, doctors, nurses, auxiliaries and others to take part
in the Belfast City Marathon, hosting a renal-ride on Organ
Donation Week or chatting with groups and organisations
up and down the country.

6
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“If I was to name everyone who has supported us, the
list would spill over the pages, but I would like to make
a special mention of those who, touched themselves by
kidney disease, have helped us.
• Mark Gordon, whose mum received a kidney transplant,
has run marathons and been a rock of support to us.
• ‘Kidney Mum’ Carol Myatt-McHugh, whose son Colin
donated to his younger brother Mark, organised a Fancy
Dress night at her local pub and arranged a collection at
her Shopping Centre.
• Kidney recipient Emma Donaghy ran the Belfast City
Marathon, raising funds to support the work of the charity.
• Matt Clarke, who lay opposite my son Mark at Daisy Hill
Hospital in Newry while he was a dialysis patient, along
with his wife Doreen asked for charity donations in lieu
of gifts for their 50th Wedding anniversary.
• Stephen and Christine Nicholl organised a Renal Horse
Trek and Dog Walk at the picturesque Castle Ward estate
weeks after Stephen received a kidney transplant and to
coincide with Organ Donation Week.
“There can be few nobler examples of people who,
themselves touched by kidney disease, have stepped
forward to campaign and fundraise to help others.
“In Northern Ireland, we are ‘keeping it renal’ at every
opportunity, engaging communities, organisations and
individuals without whose drive and determination our
work to ensure that no one faces kidney disease alone
simply wouldn’t be possible.”
Attending the Renal Horse Ride and Dog Walk at Castle Ward
Estate were from left to right: William Johnston – Advocacy
Officer, Jo-Anne Dobson – Northern Ireland Ambassador,
Pauline Rainey on Georgie, Christine Nicholl, Jonathan Rainey,
Sara McComb on Texas and Stephen Nicholl

From the Front Line

Brexit

By Fiona Loud, Policy Director, Kidney Care UK

The impact of Brexit
on the treatment of
kidney patients

Organ Donation
legislation
England

As you know Kidney Care UK has been campaigning to
raise awareness of the impact of Brexit on kidney patients,
especially on the ability to continue to have dialysis in the
EU after we leave the European Union (EU). Thank you if you
have written to your MP to explain what this would mean
to you. Your messages also help us greatly when we talk to
policymakers or respond to questions.

The Organ Donation (Deemed Consent) Bill, in which the
law changes so that you are an organ donor unless you have
chosen to opt out, is going through the House of Lords. As
it is a Private Members’ Bill it is very important that it has
Government support, which it does.

The Government has now brought forward a new bill called
the Healthcare (International Arrangements) Bill, which
sets up the framework for people to continue to receive
healthcare in EU countries after Brexit. It is making good
progress through Parliament and we understand that it will
help to provide the equivalent of EHIC and therefore dialysis
when you travel in the EU. You can find out more about the
Bill at www.researchbriefings.parliament.uk/ResearchBriefing/Summary/CBP-8435.
We have received assurances from the Department of
Health and Social Care that the intention of the Bill is to
provide a framework for future agreements, which will
cover people on dialysis.
However, it is only a framework and what happens with
it depends on many other negotiations that we cannot
influence. If there is an orderly withdrawal, current EHIC
arrangements will continue until the end of 2020, and the
arrangements made through this Bill will continue onwards
from there.
Keep an eye on www.kidneycareuk.org/brexit for more
information

Kidney Care UK has been in touch with many MPs and Peers
to explain the importance of transplantation to kidney
patients and we are hopeful that it will receive what is
called ‘Royal Assent’ in spring this year. Royal Assent is when
the Queen formally agrees to make the Bill into an Act of
Parliament.
There will then be one year before the new law comes into
force. During this time there will be extensive promotion
and public education on the importance of this Bill to
patients waiting for a transplant.

Scotland
The Human Tissue (Authorisation) (Scotland) Bill is being
considered in the Scottish Parliament and will provide the
law to bring in deemed consent there. As this is a Scottish
Government Bill, they can call public witnesses to give
evidence. This has not been possible in England because
in England it is a Private Members’ Bill, which follows a
different process.
The Kidney Care UK team has been pleased to give evidence
in public and also in a private session about organ donation
and kidneys. If the Bill goes smoothly, the law is likely to
change at some point during this summer.

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

Why dialysis disturbs your sleep,
and what you can do about it

Kidney Clinic
Rise and shine!
There is nothing quite like the feeling of gently drifting off to sleep and then waking refreshed and
ready for the morning, but this experience is sadly rare for many people on dialysis. You may take a
long time to fall asleep despite being tired; you may wake up many times during the night and not be
able get back to sleep easily; and you may find it difficult to get back to sleep after waking up in the
early hours of the morning. The good news is that, with the right treatment, it is possible to overcome
your sleep problems and get a good night’s rest
The statistics show that sleep problems are undoubtedly
common among people on dialysis. Poor quality sleep was
reported by around half of the 11,000 patients dialysing in
centre, in a large international survey involving 308 units in
seven countries including the UK.
According to Dr Hugh Rayner, Consultant Nephrologist at
Birmingham Heartlands Hospital, sleep problems develop and
become worse as chronic kidney disease (CKD) progresses
towards kidney failure and dialysis. “People begin by reporting
tiredness or fatigue, and as CKD progresses a common
combination of symptoms in dialysis patients is itching,
insomnia and restlessness, especially restless legs,” he says.
There has been little research into the explanation for these
symptoms despite their frequency in people on dialysis.
However, recent research suggests that the causes appear
to be neurological, relating to the brain and nervous system.
This conclusion is based on a study using functional magnetic
resonance imaging (fMRI) scanning, which measures brain
activity by detecting changes in the flow of blood to the areas
of the brain that are in use.
Hugh explains: “The researchers used fMRI to look at brain
activity during itching in people on dialysis compared to
people without kidney disease. The fMRI scans showed that
the brains of people on dialysis are overactive, and more
8
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active in certain regions. The explanations are unclear, but the
overactivity is possibly due to higher levels of chemicals in the
brain that help keep you awake during the day. This means
that there is an extra biological element to sleep disturbance
in kidney failure, and dialysis patients should not blame
themselves if they cannot get to sleep.”

“Itching in people
on dialysis is not
caused by their poor
phosphate control”
Disturbed sleep in dialysis patients is therefore different from
the insomnia seen in people without kidney disease, which
can often be related poor ‘sleep hygiene’—that is, habits and
practices that prevent you from sleeping well on a regular
basis. “Being depressed also causes people to sleep badly,
and this applies to people on dialysis as well as to people
without kidney failure. So your sleep disturbance could be
linked to depression, and having this diagnosed and treated is
important,” adds Hugh.

Getting a good night’s sleep
Although sleep problems in dialysis have a biological basis,
it is important to rule out and treat other conditions that
may keep you awake. People on dialysis are, for example,
more likely than people without kidney failure to suffer
from chronic pain, which if it is not well controlled, is likely
to disturb your sleep.
Similarly, sleep apnoea is more common in people with severe
CKD or on dialysis. In sleep apnoea, your airway becomes
blocked during sleep, leading to pauses in breathing and a
drop in your oxygen levels. This causes you to wake up briefly
and repeatedly throughout the night, resulting in disturbed
sleep and tiredness during the day.
Hugh considers that it is worthwhile for people on dialysis
to try basic sleep hygiene measures to improve their sleep
(see page 10). “Although your sleep problems are unlikely to
be caused solely by your lifestyle, better sleep hygiene is not
going to do you any harm and will probably help. If your sleep
is disrupted by the biological problems you have, it is easy
to get into bad habits, and sometimes you need to retrain
yourself to sleep at night and stay awake during the day. This
can be difficult, but it is worth persevering.”
Antihistamine tablets are often offered to people on dialysis
who are bothered by itching, but Hugh does not recommend
treatment with these medicines. “Research shows that itching
in dialysis patients is not related to the action of histamine.
Older antihistamines may make some people sleepy at
night, but these tablets can cause drowsiness during the day.
Similarly, if you really have tried everything for your sleep
problems, a short course of sleeping pills might help, but
there is no good evidence about which pill works best and is
safest for dialysis patients. There is also the risk that you may
become dependent on sleeping pills if you use them in the
long term,” he adds.
Dialysis patients who
report itching are also
often advised to reduce
the amount of phosphate-containing foods
in their diet to lower the
levels of phosphate in their
blood. This advice is based
on old research, in which
itching was associated with
high levels of phosphate in
the blood. This link has not
been shown in more recent
studies and, according to
the latest research, dialysis
patients who report severe
itching have no worse
phosphate control than
patients who do not itch.

Hugh comments: “It is really important to be aware that
itching in people on dialysis is not caused by their poor
phosphate control, because patients can blame themselves
for their itching and sleep problems. While some older studies
showed an association between high blood phosphate levels
and itching, that does not mean that poor phosphate control
is the cause of your itching. I think the explanation is that
phosphate and itching are both connected to poor kidney
function. So as your kidney function goes down, you start to
itch at the same time as your blood phosphate levels rise.”
In Hugh’s experience, if a dialysis patient reports insomnia
with restless legs or itching, gabapentin is often effective for
both symptoms. Gabapentin works by reducing overactivity in
the brain, and has been used for some time to treat conditions
such as pain and epilepsy in which the brain is known to be
overactive.
“Gabapentin is now recognised as a treatment for itching and
restless legs in dialysis patients, but it does have side effects so
it is important to use it carefully, especially when considering
the dose. My advice is to start with a low dose, such as 100 mg
after dialysis, and to increase it slowly as needed,” he adds.
Taking sleep seriously
Disturbed sleep can ruin your quality of life, affect your
relationships and cause difficulties for your work or other
activities. In addition, poor sleep has been associated with a
higher risk of cardiovascular events like heart attack in people
both with and without kidney disease. Too little sleep in people
with CKD has also been linked with worsening kidney function
and a greater likelihood of progressing to kidney failure.
Hugh advises that if you want better sleep, the first step is
to talk to your doctor. “At present kidney doctors may not
routinely ask dialysis patients about their sleep, so you need
to tell your doctor if you have sleep problems. It is time to take
sleep seriously in people with kidney failure,” he concludes.

www.kidneycareuk.org
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Do’s and don’ts of sleep hygiene
‘Sleep hygiene’ describes the good habits that may help you fall asleep at night. Changing your habits can be difficult, so you may
find it easier to begin by making a few of these changes and gradually including the rest in your lifestyle.

Do
Try to have regular sleep times so that you go to
bed and wake up at the same time every day. It
is more important to have a fixed time to get up
in the morning even if you have not slept well.
Avoid going to bed if you are not sleepy, as it can
make it more difficult for you to fall asleep.
Switch off your mobile phone or put it on
airplane or similar mode to avoid receiving calls
or messages that can disturb your sleep. If you
think you will be tempted to check your phone
during the night, leave it in another room and use
an alarm clock to wake you up in the morning.
Exercise regularly during the day, but not in the
two to four hours before bedtime. Strenuous
exercise before going to bed may make it more
difficult for you to fall asleep.
Make sure you sleep in a comfortable bed,
and that your bedroom is quiet and dark.
Use earplugs and shut out the light with thick
curtains or blinds and an eye mask.

Don’t
Sleep a lot during the day. If you do need a nap,
try to limit it to 15 minutes to prevent deep sleep
from which it is usually more difficult to wake up.

Watch television or use your mobile phone
or other devices just before you go to
sleep, because their bright light will make
you feel awake.
Drink alcohol in the four hours before going
to bed. Even though alcohol may make it
easier for you to fall asleep, the effect will
wear off during the night and you will find it
harder to stay asleep.
Drink caffeine-containing drinks four to six
hours before bedtime. This includes many
soft drinks and hot chocolate, as well as tea
and coffee.
Take your worries to bed. Try writing a
‘worry list’ of problems before you go to
bed and tell yourself that you can deal with
them the next day.

Find a comfortable temperature for your
bedroom, not too hot or too cold. A cool 16-18°C
(60-65°F) is recommended.
Keep your bedroom just for sleep or sex, and do
not use the room as an office or workroom.
Relax at least an hour before you go to bed:
have a bath or read a book. If you find it difficult
to relax, try techniques like deep breathing,
progressive muscle relaxation, relaxation tapes
or yoga.

“It is time to take sleep
seriously in people with
kidney failure”

If you do not fall asleep within 15-20 minutes of going to bed or if you wake up in the middle of the night and cannot go back to
sleep within 15-20 minutes, don’t keep checking the clock or stay in bed trying desperately to go to sleep.
Instead, get up and go into another room. Try reading for a short time or do some quiet activity, but don’t do anything that
would make you more alert like housework, watching television, or using your mobile phone or computer. When you are feeling
tired, go back to bed and try to fall asleep. If you are still not sleeping after 15-20 minutes, get up again until you feel tired.

More information
• General advice on improving your sleep from the Sleep Council: www.sleepcouncil.org.uk
• Information and advice on sleeping well from the Royal College of Psychiatrists: www.bit.ly/2zKDKDb
• A patient’s experience of itching due to kidney failure (www.vimeo.com/49458473), and how it was improved
with gabapentin (www.vimeo.com/49455976
10
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Chin-chin!
Choosing alcohol wisely

By Nick McAleer
Renal Dietitian, Royal Devon and Exeter NHS
Foundation Trust & member of The British Dietetic
Association, Renal Specialist Nutrition Group

For people with kidney disease who are on dialysis or on
a low-potassium and/or low-phosphate diet, choosing
suitable drinks, especially those containing alcohol can be
particularly challenging.

• Spirits will be lower volume but be mindful of the units.
Consider using diet mixers or soda water if you have
diabetes or are trying to lose weight (avoiding cola if on
a low-phosphate diet)

Some wines and beers pose potential problems around
the amount of potassium they contain. For those who
need to limit their fluid to less than 1 litre (2 pints) per day.
including one of these drinks can have a big impact on the
total fluid consumed over the course of the day.

• Many wines, beer and lager contain added phosphates,
so if you are prescribed a phosphate binder, ensure you
take this with your meals as normal. Speak with your
doctor or renal dietitian if you would like to discuss
increasing the dose to cover a ‘special treat’.

The recommendations for alcohol for people with kidney
disease are the same as for the general population: not
to drink more than 14 units a week (for both men and
women). One unit is 10ml of pure alcohol. Because
alcoholic drinks come in different strengths and sizes, units
are a good way of telling how strong your drink is. It’s not
as simple as one drink, one unit. For example 1 unit is the
equivalent to

• Try to have several alcohol-free days over the week
• Limit to ½-1 pint of your favourite beer/lager or cider.
Remember ciders are high in potassium so be mindful of
this if you are on a low-potassium diet
• Remember to incorporate other fluids you may be
having into your fluid allowance such as gravy, soups, ice
creams, custards, creams and yoghurts.

• a single measure of spirits (ABV
37.5%);
• half a pint of average-strength
(4%) lager;
• two-thirds of a 125ml glass of
average-strength (12%) wine;
• half a 175ml glass of averagestrength (12%) wine;
• a third of a 250ml glass of
average-strength (12%) wine.
(For more information on alcohol
and units, visit:
www.drinkaware.co.uk)
The following should be considered when including alcohol
in your renal diet:
• If you regularly drink as much as 14 units per week, it’s
best to spread your drinking evenly over three or more
days. If you have one or two heavy drinking episodes a
week, you increase your risk of death from long-term
illness and injuries
• Avoid becoming dehydrated by making sure you
consume non-alcoholic drinks in between the alcohol
containing ones. Choose water, soda water, diet
fizzy drinks or no added sugar squash as healthier
alternatives
• Red wine has a little more potassium than white so try
choosing sparkling white wines. Or enjoying a glass of
pinot grigio or chardonnay would be better than a glass
of red with your meal if you are on a low-potassium diet.

For people with diabetes and chronic kidney disease (CKD),
alcohol may be safe to drink if you have your blood sugar
level under control. It’s always wise to check with your
doctor or dietitian before incorporating alcohol into your
diet and it is recommended that you combine your alcohol
with food. Alcohol on an empty stomach can cause blood
sugar levels to drop in those with diabetes. Additional
ingredients in mixed drinks may also add carbohydrate that
must be considered.
Finally, please discuss with your pharmacist and doctor
if you want to consume alcohol as some medications do
interact with alcohol. If you have any other questions
regarding how to safely enjoy alcohol please speak with
your doctor or renal dietitian.

“It’s not as simple as one
drink, one unit”
www.kidneycareuk.org
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Red light spells
Chris Rolfe is one of our new Trustees
and an accountant. He is also a kidney
patient and talks to Kidney Matters
about an eating plan he devised with
his wife that has delayed his need for
dialysis, and seen Chris much lighter on
his feet into the bargain.
I believe that, with massive help from my wife, a change in my diet has
significantly delayed my need to start dialysis. I have essentially moved to
a very-low-protein diet. I hope our experience might help others dealing
with failing kidneys to get good dietary advice so they can create an
effective and practical plan for their particular circumstances.
I am 63 years old. I have been overweight most of my life. I suffered with
gout from my 30s and was diagnosed with FSGS at 50, when I began
to see a nephrologist on a quarterly basis, with blood tests at each
visit. Since then, I have found it very important that my wife attends all
relevant consultations with me - two brains thinking about the advice
gets a better result than one!
In mid 2016, my blood tests showed a dramatic decline in kidney
function. After a decade of relative stability, my creatinine level, for
instance, rose from around 350 to around 600. Three months later, the
results had worsened. My consultant told me that he anticipated I would
need dialysis within just a few months. He said I should give up beer,
cheese, citrus fruits, potatoes, nuts and milk and leach out vegetables I
ate. He also told me that, were it not for my weight (then about 135Kg), I
would have been an ideal transplant candidate. As it was, I didn’t qualify.
However naive I might have been, I was profoundly shocked.
By late 2016, I was experiencing some of the ill effects of kidney disease,
feeling weak and out of breath while out walking. I began to feel itchy
and found it very difficult to get warm and stay warm. I ended up feeling
so unwell during Christmas, that I just went to bed and shivered under
two duvets.
A few days later, my brain made a connection between rich Christmas
food and how sick I’d felt. We asked for a referral to a renal dietitian, who
provided objectives for my diet and explained how to measure different
foods against these objectives. He also advised, for me, a protein intake
range of between 57g per day and 77g, so the target was set at 65g to
70g daily. So, by the start of 2017, we had some guidance about the
kidney diet.

12

Issue 4 Winter 2019 www.kidneycareuk.org

Delaying

What do the dietitians recommend?
Comment by the Renal Nutrition
Specialist Group of dietitians
Reducing protein intake in chronic
kidney disease has been shown to
improve symptoms of uraemia such
as nausea and altered taste. However,
reducing your protein intake should
be discussed with a qualified renal
dietitian and your renal consultant,
as it may not always be appropriate,
and if overly restricted could lead to
more problems such as malnutrition
and muscle wastage. It is fantastic
that Chris has done so well to adopt a
healthier approach to his diet with the
support of his dietitian, consultant and
his wife. Chris’s food list is very personal
to him and if you are thinking about
following his example, please ensure
you compile your food list with the help
and advice of your renal dietitian.

danger
By Chris Rolfe

dialysis by controlling food
“My consultant tells me I am
doing exceptionally well, but still
expects my condition to worsen
again at some point. But at least
I feel as though I’m holding my
own for the present as a result of
my own efforts, which gives me a
significant mental boost”

www.kidneycareuk.org
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Red light
During 2017, my wife (who does most of our cooking) stuck rigorously to the advice in the diet pamphlets, but my
symptoms became a little worse, in particular itching and retching, together with fatigue. It also became clear I needed
to worry about phosphates in foods as well as sodium and potassium.
Having spent winter shivering all the time and feeling sick, I decided I had to see if I could do more to help myself, rather
than just getting worse while awaiting dialysis. Extensive research suggested a very-low-protein diet might help; I
clearly needed to take responsibility for my own diet. Furthermore, monthly
blood tests results (accessed
via Patientview) made it
possible to monitor the
effects of my choices.
I started to do a lot of my
own food selection and
preparation, learning key
facts so that I could use the
rules while eating out in
restaurants. While setting
out to reduce my protein
intake further, I also chose to
avoid red meats and give up
altogether on dairy products. I
used a ‘highlights’ chart (diet is
a moving target and the current
chart is pictured on the left)
to focus on a narrow range of
foods. I began to sense how my
body would react to different
foods and drinks, and to judge
how much food to eat without
needing access to food scales.
After a few months, I found that
I was involuntarily selecting
foods which gave me a protein
intake of between 40g and 60g
per day, usually towards the

“Reducing protein
intake in chronic
kidney disease
has been shown to
improve symptoms
of uraemia such
as nausea and
altered taste”
14
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spells danger
lower end of the scale. Most of my symptoms disappeared,
bar getting very cold if the ambient temperature fell. My
blood tests showed huge improvement in creatinine levels
(back down to around 430) and I have been broadly stable
for sodium, potassium, phosphates and eGFR readings. My
consultant tells me I am doing exceptionally well, but still
expects my condition to worsen again at some point. But
at least I feel as though I’m holding my own for the present
as a result of my own efforts, which gives me a significant
mental boost.
Another effect of the diet change is that I’ve lost over 22kg in
weight over the last 3 years - a slow process but a material
change and one without precedent in my life. My plan is to
carry on, hopefully to lose another 20kg or so, hoping that, if a
transplant becomes needed, I’ll be fit enough to qualify!

“I used a ‘highlights’ chart (diet
is a moving target but here’s
my current chart) to focus on a
narrow range of foods. I began
to sense how my body would
react to different foods and
drinks, and to judge how much
food to eat without needing
access to food scales”

What are you, your KPA or your unit doing for World Kidney Day to help
promote kidney health? We’d love to hear about your day and share some
of your photographs with the thousands of readers of Kidney Matters. Get in
touch with us in the Kidney Matters office at editor@kidneycareuk.org

www.kidneycareuk.org
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K dney

K tchen

Pear and black
Serves six

Check out our 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/pear-and-blackberry-crumble

Ingredients
• 5 large pears
• 25g unsalted butter
• 100g fresh or frozen
blackberries
• 50g caster sugar

Crumble topping :

•
•
•
•
•
•
•

75g unsalted butter
40g ground almonds
40g porridge oats
160g plain flour
40g soft dark brown sugar
40g demerara sugar
1 pinch ground ginger

Preparation
Filling
1. Pre-heat oven to 160 c - fan oven; gas mark 4.
2. Peel, core and roughly chop the pears.
3. Melt the butter in a pan and add the pears. Cook until soft, turning
frequently until most of the liquid has evaporated. Add the blackberries and sugar and stir until the sugar has dissolved.
4. Remove from the heat.
Crumble topping
1. Mix all the crumble ingredients in a food processor or mixer, or in
a bowl rub together using the tips of your fingers until the mixture
resembles breadcrumbs. It is okay to leave a few little lumpy bits as
these add character to the finished dish.
2. Fill an oven-proof serving dish with the fruit mixture and spoon the
crumble mix over the top. Bake for 20 minutes until topping is golden
brown.
Serve with cream (clotted cream if you are feeling indulgent) or a low-fat
crème fraiche.
16
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Cooking in the

berry crumble
kidney kitchen with Chef Ripley

ved by
Appro

the:

Food Facts
•

Healthier option:  For those on a weight-reducing diet or wanting to reduce the amount of sugar
and fat in their diets there are various options you could choose •

Replace the sugar with artificial sweeteners  - there are several available on the market which can
be used in baking

•

For the crumble topping, the unsalted butter could be replaced with a low-fat spread or 50:50
butter & low-fat spread

•

Serve with a low-fat crème fraiche or custard made with skimmed milk.

•

Fluid: Some kidney patients will be advised to limit the amount of fluid they drink. If you have been
advised to limit your fluid intake then please remember that cream, custards and ice cream should be
included in your fluid allowance.

•

Phosphate and potassium: This recipe contains fruit which is a source of potassium and some
kidney patients are advised to restrict their potassium intake.  Per serving this crumble will provide
one and a half portions of fruit, so if you are on a potassium restriction you may need to limit fruit
elsewhere in the day.
Creams are relatively low in phosphate, a mineral some kidney patients should limit, so are an ideal
accompaniment unless you are trying to lose weight.

•

Storage: Refrigerate any leftover Crumble and eat within 2 days.

•

Cheaper options: To reduce the cost of this dish you could use tinned fruit or seasonal fruits.
www.kidneycareuk.org
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Photography in the Kidney Kitchen by Beth Druce – www.bethdruce.com
Filming in the Kidney Kitchen by Hana Backland – www.hanabackland.com
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Charity Ball in Harrogate raises £11,500 for
the Harrogate Dialysis Centre, The Donor
Family Network and Kidney Care UK

Mark Smith presents cheques to Linda Pickering,
Advocacy Officer Kidney Care UK, and Karen Piotr,
Chairman of the Donor Family Network
Photograph by Graeme Whitworth of Jacephotos

When Mark Smith (a simultaneous pancreas & kidney
transplant recipient) came up with the idea of hosting
a charity ball to raise funds for his local dialysis unit,
the Donor Family Network and Kidney Care UK, he
hadn’t banked on the tremendous support he would
receive from his local community. In the weeks and
months leading up to his October event, held in The
Old Swan Hotel in Harrogate, Mark was interviewed
by local radio and television stations, who sent his
requests for items and experiences for the Grand
Auction far and wide. So far in fact that, in addition
to golfing and spa treats, signed football memorabilia
and food and drink hampers, he received a genuine
Amish hand-sewn quilt as a donation to
the auction by a lady in Astoria, Oregon.
A massive WELL DONE MARK and thank-you for this
spectacular donation to help us continue to support
kidney patients and their families.

Mark and his wife, Caroline
18
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I’m still standing
October 13th 2018 marked exactly 20 years on dialysis for
me. It has been quite a rollercoaster, particularly in the early
days. In that time I’ve spent a cumulative 2 years in hospital,
had over 20 operations, a few more near-death experiences
than I would ideally like, 1 failed transplant attempt,
learned that I cannot have another transplant, have done
over 38,000 hours of dialysis - mostly overnight (Peritoneal
dialysis and subsequently nocturnal haemodialysis) and
spent around 8,000 hours dealing with machines, cleaning,
supplies and deliveries.

By Maddy Warren

Also in that time I’ve been able to do all my school exams,
go to uni, have a wonderful and increasingly fulfilling career,
complete over 400 skydives, run the 2018 London Marathon,
climb several mountains, ride numerous racehorses, ski direct
to the door of the dialysis unit, get lost in the desert in Dubai
(long story), give many talks and presentations about living
a positive life on dialysis, and win a silver medal with my
formation team at the British sky diving championships. It has
taught me that life is all about perspective.
My health situation has given me an iron will to live as hard
and as fast as I can and to focus on what’s important. I am
incredibly lucky to have an amazingly supportive family and
wonderful friends, and I don’t have other health conditions
to contend with on top of kidney failure. I also realise how
lucky I am to have done nocturnal home dialysis the majority
of the time, which has enabled me to stay so well.
I also feel hugely privileged to have experienced the
compassion, strength, empathy, wisdom and sheer passion
for survival upheld by everybody in this ‘kidney community’.
We have been through the best highs and the worst lows,
we certainly experience the joy and heartbreak of human
existence far more than the average person who does not
battle each day for their health. Overall, I am happy and
feeling positive, I reckon I can give at least(!) another 20
years of dialysing a good go.
Thank you to everyone in our community who has made my
life richer. And my advice to anyone wondering how best to
face kidney disease is: always see the funny side (developing
a healthily dark sense of humour definitely helps!): find
yourself some excellent friends (whether they are fellow
kidney people or not): offer a listening ear and support
others as much as you can: allow yourself to rant, cry and
feel awful when you need to: but remember to then go do
something that makes you happy. We are all a lot stronger
than we think and only you can test your own limitations
and find out what you’re capable of.
One of the things that can instantly uplift me is music, certain
songs put a massive smile on my face. So I am compiling
a public playlist on Spotify of everybody’s favourite music
that helps them kick kidney disease’s arse. It’s called Kidney
Survivors. All song suggestions welcome! Please email them to
editor@kidneycareuk.org and they will be forwarded to me.
The final play-list will be published in the spring issue of
Kidney Matters.

Twitter and Instagram @queenofdialysis
www.kidneycareuk.org
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Caring for our
Those of us who have spent years on dialysis waiting
for ‘the call’ know how vital it is for people to add
their names to the national Organ Donor Register
(ODR) giving permission for their organs to be used
to save others, in the event of their death. But
how much do we know of the work carried out by
specialist nurses who look after
those grieving families and,
where appropriate work
with them to facilitate
organ donation from loved
ones who have lost their
own fight for life?

Kidney Matters went to Bristol Southmead
Hospital’s intensive therapy unit (ITU) to talk to Izzy
Derrick and Mark Whitehouse about their roles as
specialist nurses for organ donation for the South
West region.

When it becomes clear to the team on the ITU that one of
their patients is not going to make it, how is this prognosis
confirmed and what happens over this period of time?

decision to withdraw treatment has already been made.
We do this irrespective of whether organ donation is an
option for that patient.

Izzy

Sometimes families want to talk about organ donation as
soon as they know their loved one is not going to make
it. So pretty much as soon as we start working with the
family we also start to gather as much medical and lifestyle
information on the patient as possible, so that if we are
able to offer the option of organ donation we have the
necessary information to hand.

We have a very close working relationship with the whole
team here on the ITU but we are not part of the team
treating patients on the unit. When we have a patient
here who is showing signs of neurological death or if
their injuries make life unsustainable, two consultants
will decide when further treatment becomes futile. We
become involved in the process at this point and not
before. Some people think that, when a patient arrives
on ITU, checks on whether their name appears on the
national ODR have already taken place. This is absolutely
not the case. Our primary role as specialist nurses is to
look after the family of the patient on the ITU, where the

20
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We speak to the ITU staff about the reason for the
patient’s admission, to the patient’s GP and to the family
to try to build a profile of the patient to help us know
whether we are able to offer organ donation to this family.
In some cases, we contact the Coroner in case there are
any suspicious circumstances surrounding the death of

donors

this patient, that may become the
subject of a criminal investigation. If
this is the case we would be unable
to offer the option of organ donation
to the family. We take also some
blood samples from the patient, and
finally we check the ODR to see if the
patient had signed up indicating their
wish to become an organ donor. This
knowledge often reassures a family
who may find sanctioning organ
donation difficult.
While this is happening, two
consultants, or a consultant and a
senior doctor, will carry out tests on
the patient to confirm there is no
hope of recovery and that any further
treatment is futile. This process is a
nationally recognised and respected
protocol. It consists of five tests to
assess each of the patient’s cranial
nerves (nerves that arise directly
from the brain and relay important
information to and from the brain
without going through the spinal
cord). If the patient is not able to
respond to these five tests, brain stem
death is confirmed and this becomes
the recorded ‘time of death’.

Patients will be checked for:
• Pupil response

• Movement to a painful stimulus
– which is usually gentle pressure
applied just above the eye

ventilator, or if they are still warm to
the touch, or if a monitor indicates
there is still a heart-beat. To observe
this second test can help a family
come to terms with the fact that their
loved one has reached the end of
their life.

• Response to cold water being
dripped into the ear - to see if this
triggers any eye movement

Does every hospital with an ITU
carry out a similar assessment of the
potential for organ donation?

• A cough or a gag reflex

• Apnoea test – to assess if the
patient can breathe unaided
Irrespective of whether organ
donation is an option, these tests
are carried out before life-support
is withdrawn. The tests are carried
out twice. Sometimes the family of
the patient wishes to observe when
the tests are carried out for the
second time. We spend a lot of time
with the family to explain exactly
what is happening and why, at every
stage. But, at a time when a family
is stressed, emotional and often
deprived of sleep, it can be hard for
them to understand the prognosis
when they can still see their loved
one’s chest moving with the aid of a

Mark
For several years now, there has been
a proactive move towards organ
donation to the point where offering
the option of organ donation forms
part of national guidelines for end of
life care. Each ITU in the country is
subject to a rigorous annual audit to
ensure every potential organ donor
is identified and progressed. Our
primary role is to support and inform
the family, whether they agree to
sanction organ donation or not. But
we are all aware that, aside from the
financial incentive to facilitate organ
transplantation in terms of the huge
cost to the NHS of dialysis or keeping
a patient with heart-failure on
life-support, transplants offer a much

www.kidneycareuk.org
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better quality of life for patients with organ failure. Also, there is evidence to
suggest that families who have sanctioned organ donation then go on to report
a more positive experience of the time spent with us.
At this point we talk with the patient’s family about the results of the brain
stem tests, and ensure they fully understand that their loved one is now
dead. Families process this information in different ways but we are there
to answer any questions they may have. This is usually where the subject
of organ donation is broached – generally by the family. For us, as long as
the medical history and the Coroner’s report present no barrier to organ
donation, we can tell the family that we are able to offer the option of organ
donation. In most cases, where a family knows the wishes of their loved one
they will honour these. Around 60% of families consent to their loved one’s
organs being donated, but this rises to over 90% if they knew their loved
one’s wishes were to donate.
Where organ donation is an option, this is the time when we will sit with them
to go through the paperwork authorising organ donation. This is necessarily
detailed and every step must be explained in full so that the family knows exactly
what is involved in the process, along with the potential benefits to some very
poorly patients who will have their lives changed as a result of their decision.
We explain what organs are suitable for donation and ensure that the family is in
agreement with this. Sometimes some organs from older patients might not be
suitable for donation whilst others are. Or some families may not be happy for
any eye surgery to take place. It is our job to dispel any myths or misconceptions
about this, but in the end, it is the family’s decision. Once this detailed consent
form is complete, it is signed by a key member of the family - according to the
family hierarchy rules laid down by the Human Tissue Authority*.
Once consent has been given, blood from the donor is sent off to the
laboratory for tissue-typing and virology tests. We then discuss the results
of these tests with the family. It is at this point that we alert NHS Blood
and Transplant (NHSBT) to the availability of these organs, and NHSBT then
communicate this information to all UK transplanting units.
Whilst this network of communication is taking place across the UK, the
donor, who has been reconnected to a ventilator, is sent to theatre for their
donation procedure. There they are treated with the utmost respect and
care. Any scars are neat and no more noticeable than those a living patient
might expect post-surgery.

Mark Whitehouse and Izzy Derrick, specialist
nurses for organ donation at Southmead
Hospital, Bristol

*Human Tissue Authority rules on who
may consent to organ donation
Those in a qualifying relationship to the
deceased person are (highest first):
1. spouse or partner (including civil or
same-sex partner)
2. parent or child (in this context a ‘child’
can be any age)
3. brother or sister
4. grandparent or grandchild
5. niece or nephew

What part do you play in these final stages of the donor’s journey?

6. stepfather or stepmother

Izzy
We are with the donor throughout every stage of the process. We accompany
them into theatre and observe the organ retrieval procedure. When the donor
comes out of theatre, our role is far from over. I have a cupboard of lovely
soaps, face creams and shampoos so that I can wash them and make their last
moments with their family, special. I wash their hair and use scented soap
to wash their body so that they may lie in the hospital Chapel in complete
peace and looking beautiful, free from the paraphernalia of lines and tubes
that surrounded them on the ITU. While I am washing them, I do talk to them
too, to tell them how amazing I think they are and how humbled I am by their
amazing gift.

7. half-brother or half-sister
8. friend of longstanding
For more information on the Human Tissue
Authority go to www.hta.gov.uk

“Every step must be explained in full so that the family knows
exactly what is involved in the process, along with the potential
benefits to some very poorly patients who will have their lives
changed as a result of their decision”
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A PIVOTAL clinical trial
for dialysis patients
Results of a pioneering UK study show that high-dose, intravenous iron is
safe and reduces the need for erythropoietin (EPO) and blood transfusions
for people starting haemodialysis (HD)
PIVOTAL (Proactive IV irOn Therapy in haemodiALysis patients) involved 2,141
people in their first year on HD at 50 UK kidney units. Participants in the study were
randomly assigned to either high doses of iron to increase the iron levels in their
body or lower doses of iron only when their iron levels got too low.
After four and half years, PIVOTAL showed that higher doses of iron do no harm and
do not increase the risk of infections or cardiovascular events in people starting HD.
It also showed that people on high-dose iron need:
• Lower doses of EPO—an advantage because high doses of EPO have been
associated with a greater risk of cardiovascular events such as strokes

“PIVOTAL has
unlocked a
potentially safer
therapy for
the treatment
of anaemia in
patients who have
recently started
dialysis.”

• Fewer blood transfusions, which is good news because it reduces the likelihood of
developing antibodies that could affect the chance of a successful future transplant.

Why is PIVOTAL important?
As HD patients know, anaemia and iron deficiency are common and leave people feeling
exhausted with seriously reduced quality of life. Intravenous iron is used to treat anaemia, but
until now the amount that could safely be given was unclear, leading to people to receive less
iron and more EPO.
Steering committee member for PIVOTAL, Professor David Wheeler, said: “I was surprised by
the results because I thought that the higher doses of iron could be more harmful. PIVOTAL
has unlocked a potentially safer therapy for the treatment of anaemia in patients who have
recently started dialysis.”
PIVOTAL is the largest kidney clinical trial undertaken to date exclusively in the UK. The results
were revealed at the American Society of Nephrology conference in October 2018, with
simultaneous publication in the respected New England Journal of Medicine. As a result, the
study is likely to influence future treatment of anaemia in HD patients not just in the UK, but
also across the world.
Professor Wheeler concluded: “PIVOTAL has demonstrated the UK renal community can
successfully deliver a large, randomised trial. The on-going enthusiasm, commitment and
support shown by the participating sites has been a key factor in ensuring the success of this
important study. We also need to thank all the patients who have taken part in the trial for
many years. Their dedication to and participation in this landmark study will help answer
important questions about the treatment of HD patients with anaemia.”
Led by King’s College Hospital in collaboration with Glasgow Clinical Trials Unit, PIVOTAL was
facilitated by Kidney Research UK. The charity was supported by an unrestricted grant of just
under £3.5 million from Vifor Fresenius Medical Care Renal Pharma Ltd. The company also
provided all the iron for the study, free of charge.
More information
This report is based on information supplied by Kidney Research UK:
www.kidneyresearchuk.org/research/case-studies/pivotal
You can read the summary of the New England Journal of Medicine article at:
www.nejm.org/doi/full/10.1056/NEJMoa1810742 You will need to pay a fee to read the full article.
www.kidneycareuk.org
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Top of the class

with a distinction
When dialysis shifts and university lectures drove Tom to the point of
despair, Reverend Geoffrey Squire and Youthlink were on hand to help.

“He contacted

the vicar of the
church that I
attended near to
the university, and,
with the support
of my family the
vicar welcomed
me to stay at the
vicarage with him
and his family
for the Christmas
holidays. Of
course, it was not
the same as going
home but they
treated me as one
of the family and I
was very happy.”

At the age of fifteen I was diagnosed with kidney failure and had my dialysis at a special unit
for young adults. Then at the age of 18 I moved to university some 350 miles from home
and to an adult dialysis unit. I loved university but the change from a paediatric to an adult
dialysis unit was a very traumatic experience. I had moved from a small friendly place to a
big privatised unit where I felt like a box on a conveyor belt on a factory estate. The nurses
were very kind but they had no time for me as they were always in a frenzied rush.
I was allocated an afternoon 4-hour dialysis slot on Mondays, Thursdays and Fridays, as
that was all there was available. The transport arrangements were chaotic. I had to be
outside the university by 11.45 and then be taken on a long detour to collect others. It
was a similarly long-winded affair home when I finished dialysis. My overall time away
from the university on the days I dialysed was over six hours. So, I would miss part of my
morning lecture, my lunch and the whole of my afternoon lecture three times every week
and my tutor told me that I would never pass my exams that way.
On arrival at my new unit I tried to make arrangements to get home for Christmas, but
as the Christmas break neared I was told that there was no dialysis in my home area
available for me. I was therefore faced with spending Christmas in an unheated and
almost empty student block. I felt increasingly depressed and, at times, suicidal.
I was a churchgoer and happened to discover that the head of Youthlink, a national
Anglican youth organisation, Father Geoffrey Squire, was also a dialysis patient down in
Devon, so I contacted him. He contacted the vicar of the church that I attended near to
the university, and, with the support of my family the vicar welcomed me to stay at the
vicarage with him and his family for the Christmas holidays. Of course, it was not the
same as going home but they treated me as one of the family and I was very happy.
As I got to know Father Geoffrey via telephone conversations, he told me that he
regularly attended major church festivals in some of the very few places where dialysis
was accessible, and he invited me and a university friend who was not on dialysis to join
him at one of these festivals. We met up at King’s Lynn station and, travelling by public
transport and the occasional taxi, we had a wonderful time. Then we met again for
weekends in London and Bristol.
I was forced to abandon my university studies due to my dialysis problems, but Father
Geoffrey suggested that, as I was a fluent French speaker, I resume my studies in France,
where dialysis was much easier to obtain. I got a place at a French university and chose
nocturnal dialysis at a hospital within the university campus. I started my dialysis at

More information
For more information on Youthlink go to www.youthlinkinacton.org
If you are a kidney patient or caring for a kidney patient and are struggling or
experiencing problems similar to the ones Tom talks about here, you may wish to speak to
one of our trained Counsellors or your local Advocacy Officer. Details on how to get in touch
with us may be found on page 3 of this issue of Kidney Matters or at
www.kidneycareuk.org/contact-us We are here to help you.
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in determination
midnight, went to sleep, and ended it at 6am.
After a lovely breakfast and a read of the
newspaper, I walked across to my first
morning tutorial. It was so relaxed and
the difference between adult dialysis
in Britain and France was dramatic.

m
o
T
by

After two years at university,
I am now doing a year’s
specialised teacher training.
However, the day before the
start of the summer break I
was informed that a matched
kidney was available, so
obviously I jumped at the offer.
It all happened so fast and I
am doing fine. I have also got
engaged to a girl from university
so life cannot be better.

www.kidneycareuk.org
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During October last year, 70 young adult
kidney patients met up at the Mount Cook
Activity Centre in Derbyshire for a weekend of
challenges, fun, sports and bonding.  
In early Oct 2018, 70 young adult kidney patients started a support
group in North Wales. This led to me becoming very engaged in
what was going on and eventually getting involved with Kidney
Wales as a volunteer in their Can-Do project. This project was
started in 2015 and currently has 35 active members across Wales.
Eventually, my voluntary work turned into a paid position as the
Kidney Wales patient advocate for North Wales. I never expected
this to happen, but I have developed a good understanding of a
variety of issues faced by patients over my 26 years as a kidney
patient. I have had two transplants and have done peritoneal
dialysis, in-centre haemodialysis (HD), home HD and am currently
on nocturnal home HD.
This was my second time attending the activity weekend and I wish
I had started going when I was younger! It is such a fantastic, fun
and valuable time with peers who are also on this kidney journey.
Growing up, I separated myself from other kidney patients because
in my head I felt as if associating myself with them it made me seem
somehow ‘sicker’.
However, I now see this as absolute insanity because having friends
who understand this roller-coaster of an illness is so important. After
my first year at the weekend in 2017 I made two great friends and
while kidney disease is what brought us together, we have so much
else in common. We laugh a lot and are there to help and support
each other. If not for this residential weekend I probably would never
have had the opportunity to meet them as they live in different areas
of England and I live in Wales.
As I am now 30, I attended this residential as a peer supporter
and used this opportunity to be a cheerleader for other young
adult kidney patients while we did activities like scrambling,
abseiling, high ropes, canoeing, dodgeball, archery and a load of
problem-solving activities. These were certainly a challenge on the
Sunday after not much sleep the night before!
To any young people reading this I highly recommend getting
involved with local kidney charities near you, and coming along to
the residential weekend.
Don’t let dialysis stop you. As this takes place over a weekend
arrangement can be made to either change your dialysis days to fit
around the weekend, or have supplies delivered to the venue.

It really is amazing!
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“After my first year
at the weekend in
2017 I made two great
friends and while
kidney disease is what
brought us together,
we have so much else
in common.”

Young,

free and on dialysis
By Brett Dowds

We couldn’t support these
weekends without you
Mount cook is just one of the activity breaks Kidney
Care UK supported in 2018. We know the difference
these breaks make and asked you to help us continue
this support through our ‘I can’ appeal in late 2018.
This was the first time we, as Kidney Care UK, asked
you to support one specific activity and we are
delighted so many of you stepped forwards and
helped us raise more than £17,500.
The money you raised will be used to fund more
of these activity breaks in 2019. It will provide the
opportunity for many more young patients to make
friends, develop new skills and gain the confidence to
say “I can”.

Thank you
www.kidneycareuk.org
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Join our army of Kidney
Are you looking for a different kind of challenge this year? Would you like to
join our army of Kidney Warriors and take on a challenge event in support of
Kidney Care UK? Then look no further. We have the challenge for you –

The Royal Parks Half
Marathon

On the 14th October 2018, a team of 20
Kidney Warriors completed the Royal Parks
Half Marathon and raised a huge £20,000
for Kidney Care UK. Thank you all for your
amazing support.

As well as these, we have further events listed online and we are more than
happy to help you secure a place in a specific event, whether this is one close
to home or overseas. Get in touch!

We’re recruiting collection
tin champions
We’re looking for volunteers to help place collection tins in shops,
cafes and other businesses. We know each collection tin raises around
£100 a year, so you can see how placing a few extra tins in your area will
really help build a strong source of support.
We will supply all the materials and support you’ll need to approach local
businesses with confidence. If this is something you’d like to give a go,
please visit
www.kidneycareuk.org/get-involved or contact the team.
28
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Warriors
We’d like to say a massive thank
you and good luck to our London
Marathon team

We all know February is our shortest month, but it is also one
in which our London Marathon team will take on some of their
longest training runs. We have a fantastic team of 25 running to
help us support kidney patients and their families, and would like
to say a massive thank you to everyone for their commitment to
this particular challenge. The days are getting longer and soon
set to get warmer (we promise), so it won’t be long until you are
on the start line reaping the rewards of all your hard work.
Away from the long training runs, our amazing team has
been fundraising here there and everywhere, from birthday
collections to Christmas quizzes and St Valentine’s Day raffles.
They have put in such a gigantic effort and are well on their way
to smashing through the £40,000 mark.

THANK YOU
Your support is the only way we can
improve the lives of kidney patients.
Thank you…
Colin, Claire and all the team For raising yet
another £5,000 in memory of Amy
Nicola Hill and Bobby Martin for raising nearly
£10,000 from multiple events last November
EasyJet for supporting your employee and
kidney patient Josh McInnes with a £250
donation
The Gattaca’s Talent Team who raised £2,200 by
taking on the Great South Run

To the team and all of your support
teams: you are amazing, thank you.

Everyone who contributed to the great success
of our ‘I Can’ appeal

Ps. If you have a place in the 2019 London
Marathon, we would love to welcome you
to the team and our post-race celebration
at Central Hall, Westminster. Simply
contact the team

The amazing Danielle Thomas who took on no
less than 17 challenge events and raised £1,400
Everyone who bought and sent Kidney Care UK
Christmas cards
The staff and customers of the M&S store in
Deal who have been supporting us over this
last year
The Tricycle Shop who continue to build on
their total that now stands at more
than £7,000

Get in Touch

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.
w:
t:
e:
a:

www.kidneycareuk.org/get-involved
01420 594 943
fundraising@kidneycareuk.org
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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Kidney Failure Explained
Kidney Failure is a complex condition which together with
its treatment is changing all the time. The sixth edition of
this essential handbook has been revised and thoroughly
updated to reflect the latest developments in research and
treatment methods. This indispensable reference manual
gives you, your family and your friends the information you
need to know about managing your renal condition. Written
by two experienced medical authors, this practical handbook
covers every aspect of living with kidney disease – from
diagnosis, drugs and treatment, to diet and relationships.

There are Sections on:
• What do my kidneys do, how do they go wrong and how
is it diagnosed?
• What treatments are available and how will kidney
failure affect my daily life?
• Reference material –
complications, tests and other
information.

What is new in the
sixth edition?
• An update to the
end-of-life care
chapter, including
legal issues
• Additional
information
on shared
haemodialysis care
• Additional information on starting dialysis and deciding
between dialysis options
• Updated useful addresses and websites
With Kidney Failure Explained, readers will be able to
access the information they need to make their own
informed choices and retain control.
This 6th edition of Kidney Failure Explained is available
from the end of February. To order your advance copy go
to www.classhealth.co.uk

PREM

If you were one of the 13,000 people who completed the Kidney
Care UK/Renal Registry 2018 Patient Recorded Experience Measure
(or PREM) questionnaire, THANK YOU! All questionnaires are now
in and being analysed by the Renal Registry.

The report on these will be published on our website during
February at www.kidneycareuk.org

sponsored by
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This leg of mine
By Alan Kooyman

In the autumn issue of Kidney Matters, our Kidney Clinic
addressed the issue of vascular access. Alan wrote into us
to explain that his access is via a leg fistula
I have asked many people over the years if they have seen a dialysis
fistula in the thigh and the answers have all been similar: no but I
have heard that some people have one.
I know that staff and patients on the dialysis unit at Colchester,
Essex have heard of leg fistulas because that’s where I have been
attending three days a week for the last two and a half years. But I
wonder how many other people have a fistula in the leg?
I am 72. In 2003 my GP told me, following a blood test, that my
kidney function had reduced and needed to be monitored. I
had several investigations over the next few years. In 2008 I had
tumours removed from both kidneys and I was warned that my
kidney function would reduce. During the second half of 2008 I
had my arms scanned to prepare for the construction of a fistula. I
recall being informed about a fistula in the arm, but when I met Mr
Adam Howard, the surgeon, in January 2009 he informed me that
he would locate the fistula in my thigh as the veins in my arms were
not good. Using my thigh would provide a fistula that would last for
many years and be more reliable. Mr Howard drew a line with his
black felt-tip pen from below my knee up to just onto my stomach
and we were off to the theatre.
After the operation I was housebound for about 3-4 weeks while my
leg healed, I recall that this was a difficult period due to the length
of the scar. I contacted Mr Howard when things were healing up
about a tingling and numbness in my shin. He assured me that
this was to be expected and this has remained with me since. The
fistula has not caused me any problems following the operation.
My kidneys held their own for a while after this, although at a low
level of performance, until I had to have a kidney removed in May
2016 due to more growths. I was put on dialysis the day after the
operation.

“My fistula was
unused from 2009
My fistula was unused from 2009 until 2016 when it was called into
until 2016 when
action. It was powerful and ready to go. It has served me well since
and hopefully will continue to do so well into the future.
it was called into
action. It was
For added comfort, I use a numbing cream prior to needling and
cover this cream with cling film and tape it down. My legs are
powerful and ready
strong enough to sustain me through my 36-mile return journey to
to go. It has served
dialysis using public transport.
me well since and
From the nurses’ perspective, although they had only heard of
hopefully will
a fistula in the thigh they appear not to have experienced any
continue to do so
difficulties using the fistula. Being nurses, I am sure they wouldn’t
let me know even if they were! After all it’s just another fistula.
well into the future.”

Ellis Hook
www.kidneycareuk.org
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Need dialysis,

Shannon Jackson is 50 years old and has been on
haemodialysis since January 2012.  Prior to the diagnosis
of chronic kidney disease (CKD) he worked in a school with
children who have special needs. He has travelled to 40
countries whilst on dialysis.
Being diagnosed with CKD and being placed on kidney dialysis is a
significant challenge for anyone to endure. There is rarely a ‘normal’
day for a dialysis patient. You can accept this as the new norm, or you
can move on with your life and make dialysis fit into your daily routine.
I have always liked to travel and when I was placed on dialysis I was
almost sure that my travelling days were over. But I wasn’t ready to
give up on my travel plans so I did some research on the internet and
came across a company in the UK that specialises in arranging dialysis
travel.  I questioned how any of this could be possible. I first contacted
Lisa Parnell from Cruise Dialysis. I was very surprised to find that her
company offered dialysis travel on large cruise ships, small luxury
cruise ships and even riverboats. I had many questions about how this
would work: is it safe, who does the dialysis on the ships, would I be
able to participate in activities during the cruise?
After many emails back and forth and a few phone calls, I was
convinced that I should give this a try. Lisa was able to answer all my
questions and assure me that I would be taken care of and I would
enjoy the cruise as much as I did before I went on dialysis.
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will travel
By Shannon Jackson

“I have to say that I received amazing
care on the ship and I had the
opportunity to participate in every
shore excursion that I selected.”

www.kidneycareuk.org
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My first cruise was on the Europa 2, a small luxury cruise
ship. After we arrived on the ship, the nephrologist met
me in my cabin to discuss my medical needs and plan
my dialysis sessions. I was amazed to learn that all the
dialysis sessions on this ship were planned around my
shore excursions and daily activities. I assumed that I was
going to miss many of the activities because of the dialysis
schedule. I was one of 3 dialysis patients on this cruise
and we were taken care of by one nephrologist and one
nurse. I was very surprised at the wonderful level of care
I was given. At the end of my 3-week cruise, I have to say
that I received amazing care on the ship and I had the
opportunity to participate in every shore excursion that I
selected.

Need dialysis, will travel

One of my next dialysis cruises was on a 14-night riverboat
trip on the Danube. By this trip, I felt comfortable with
the dialysis plan, so I was ready to just enjoy myself.
This trip was very relaxing and I made friends with the
other dialysis patients. We had a common bond and
immediately began talking about our kidney issues.
While the other passengers were trying to make friends
with their fellow passengers, I was already enjoying the
company of my fellow dialysis passengers. I received
excellent care from the nephrologist and the nurse. It was
evident that they enjoyed providing this type of service
and they went out of their way to accommodate us.
During the past 6 years, I have travelled on 10 cruises on
the Europa 2, two riverboat cruises and one large ship
cruise, all while I was on dialysis. With Lisa’s help I even
did dialysis at two land-based dialysis centres before and
after a cruise, so I could extend my holiday.
I found that using a travel agent like Cruise Dialysis, made
travel very easy. The most difficult part of the process
was picking which ship I wanted to travel on and what
countries I wanted to visit. Once those decisions were
made, Lisa guided me through the rest of the process and
managed all the details. I discussed my plans with my
home dialysis centre and my nephrologist. I completed
the required medical questionnaire and the routine
laboratory tests.
To give you an example of what is possible while on
dialysis, I have travelled to Viet Nam and Southeast Asia.
Last year I travelled to South Africa and was even able
to go on a two-and-a-half-day safari. For those of you
who are still concerned about your first trip while on
dialysis, Lisa offers several cruises each year where she
accompanies a group of new dialysis travellers on their
first cruise. This is a wonderful service for someone who
is still concerned about taking their first dialysis trip or
someone who is new to travelling on a cruise ship.
My parting words are, ‘don’t let kidney dialysis control
your life.’
More information
• For further information on how to book cruises similar to these, please see the Cruise Dialysis
advertisement on page 35
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Bonnes Vacances
By Alan Vaughan

The holiday started to take shape immediately after
I googled ‘Dialysis Units in the south of France’ and
the unit Hemodialysé de Riviera in Antibes popped
up. I went onto their website and contacted them
via email.
A series of emails then followed to sort out my
preferred dates, days & times of dialysis. Then I
enlisted the help of Cath, the secretary of Woodgate
Dialysis Unit, my home unit, to carry on the
communication and send the relevant documents
to them so that everyone was happy that I was fit
and healthy enough to go. This involved bloods for
hepatitis, HIV, MRSA & other tests like a chest X-ray
and an ECG. My renal consultant was satisfied that I
was well enough to go too and approved the trip. So, once all that was confirmed I was
able to book my flight, accommodation and a hire car.
I dialysed on the Monday at home and then my first dialysis session in France was at 7pm
on the Wednesday. The unit was easy to find and only 15 minutes from where I’d booked
our accommodation.
Parking was free and then everything at the unit followed much the same routine as
back home. Go in, get weighed, hop onto the bed, then get blood pressure tested before
the session started. Getting connected was all fine as I needle my own fistula. The
staff there do have a basic knowledge of English but it is preferable to have some basic
knowledge of French as it can only help.
Halfway through the session a nurse comes around to take your order for food and drink.
This consisted of a sandwich, drink and biscuit. Once I’d completed my sessions the days
were free to visit and explore the area, and the south of France is a truly beautiful place.
I went to lots of different places. Grasse is the perfume industry capital of France and has
small, winding back streets and lots of independent perfumeries to visit.
I also visited Antibes, where the main square was frequented with Brazilian street
dancers who entertained us while we relaxed with our freshly squeezed orange juice.
Saint-Tropez is a millionaire’s paradise. The main harbour is awash with huge yachts and
the town’s backstreets a mixture of high-end restaurants, designer-clothes shops and
independent outlets.
On the final day, I visited Monaco. There, super-cars cruise the streets: Ferraris and
Lamborghinis. Again, rows of super-yachts were moored up in the harbour. The casino
in the centre of town had a superb array of exotic plants in its botanical gardens. So,
definitely a place I would recommend if you are ever visiting the French Riviera!
My favourite beach on the trip was the beach at Villefranche-sur-Mer; a bay that has
clear and warm water.
It just leaves me to say that I would recommend this trip wholeheartedly to dialysis
patients who are worried about dialysing abroad. It really is not a daunting experience.
Just go for it!

More information
For further information on organising a holiday while on dialysis,
take a look at our ‘Dialysis away from home’ patient information
leaflet at www.kidneycareuk.org/booklets

“I also visited Antibes,
where the main square
was frequented with
Brazilian street dancers
who entertained us
while we relaxed with
our freshly squeezed
orange juice”
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A young kidney patient at Bradford Teaching Hospitals has
used the time he spends dialysing to become an expert in
the Japanese art of origami.
Aaqif Khan, 23, now sells some of the stunning paper creations he makes
while receiving dialysis three times a week at St Luke’s Hospital’s Renal
Dialysis Unit.
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The former Shipley College student has spent a significant
amount of time in hospital throughout his young life while
battling the rare congenital nephrotic syndrome, which
often leads to acute kidney failure. But he has found
comfort, a hobby and now a fledgling business in the
ancient art of paper folding.
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Folding into

He said: “I had my first kidney transplant aged four in
Leeds, which failed, and then a second aged eight, from
my Dad, which was successful.
“It lasted for 15 years but then started to fail in March
2018. I came back into hospital to have an AV graft
fitted and have been having dialysis again since April.
In the summer of 2018, I also went back on the kidney
transplant register.”
Aaqif, of Undercliffe, Bradford, first learnt the art of origami aged
eight while recovering from his second kidney transplant. He
has since gone on to master the complex skill of 3D origami,
which sees practitioners use hundreds of sheets of paper to
create striking sculptures without using a single drop of glue. This
branch of origami is made using multiple triangular units which are
connected together to form a single design. Each triangle is made
from a rectangular sheet of paper, and multiple colours and patterns
are used to create more life-like models.
Aaqif has become so adept at the ancient art-form that he has also set
up his own business selling the models.
Paper parrots, frogs and penguins have all recently emerged from his
fingertips, as well as models of fictional Hollywood heroes and heroines.
But his main aims are to find a new kidney and then pass on his folding
skills to children from throughout the district.
“If anyone out there is willing to donate a kidney, we all really need one,” he
added. “If you get a kidney you can do so much more with your life. It’s not
ideal if you are stuck to a dialysis machine three times a week as after you’ve
been to dialysis most of your day is gone.
“But what I really want to do is teach young people and people in similar
situations to me how to do origami. I’d love to teach children from youth
centres and after-school clubs.
“I really like origami because it’s really creative and keeps your mind off
things. It’s great to be able to create 3D models from flat pieces of paper.”
Aaqif often practises his skills while receiving dialysis three times a week at
the dialysis unit, and recently presented ward clerk Maureen Cain with a
giant swan to say thank you for her support.
She said: “I was absolutely blown away by it. I couldn’t believe how clever it
was. He is very talented and we are so proud of him!”
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Aaqi

“I really like origami
because it’s really
creative and keeps
your mind off things.
It’s great to be able to
create 3D models from
flat pieces of paper”

