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Welcome to 
Kidney Matters

Supporting you in many ways
It’s time to start thinking about winter and 
Christmas! Enclosed in your issue of Kidney Matters 
you will find our Christmas brochure.  In it are some 
great gifts ideas for friends and family.  Don’t forget, 
by giving these gifts at Christmas you not only help 
generate income for Kidney Care UK to enable 
us support kidney patients, but you also help us 
spread the word that kidney disease affects millions 
of people in the UK. We particularly love the Kidney 
Kitchen calendar, with loads of space to note your 
important dates and twelve seasonal, delicious 
kidney-friendly recipes for all the family to enjoy!

Have you received your Kidney Care UK ‘Impact 
Report’ yet? We are working really hard to support 
you in all the ways you ask: practically, emotionally, 
financially and being the voice of all kidney patients 
in the UK in the key decisions that shape our lives. 
If you have not received your own copy, please 
contact us here, or download at: 
www.kidneycareuk.org/our-impact

© 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).

Hello

Welcome to your Autumn issue of Kidney Matters. 
We are now reaching over 20,000 kidney patients 
in the UK.  This is all down to your fantastic support 
and the constant stream of suggestions and 
articles you send in to us here. 

Thank you!

One particular area of concern for many 
patients who dialyse in a unit is the difficulties we 
experience when trying to secure ‘dialysis away 
from base’ (DAFB) in the UK. So, in this issue, we 
ask the question, “Why does DAFB work in some 
parts of the UK but not in others, and what can be 
done about it?” We also look at the great work being 
done in Portsmouth on stemming potentially life-
threatening fistula bleeds and hope you will take us 
up on our offer of a free ‘put a lid on it’ keyring if you 
are at risk of one of these bleeds.

Finally, with Christmas just around the corner, do 
not forget to check out the Kidney Kitchen website 
(www.kidneykitchen.org) for tips on how to cook 
up a kidney-friendly Christmas feast with Chef. The 
website has been hugely successful with over 10,000 
recipe cards downloaded in its first month, and great 
plans for expansion during 2020.  If you would like 
one of our team to come along to talk to your KPA 
about the Kidney Kitchen, please get in touch.

All of us here at Kidney Care UK hope you have a 
great Christmas.  May you never feel alone. Here’s 
to a happy and healthy 2020.

Deborah Duval
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The paediatric renal team at Southampton Children’s 
Hospital, headed by Dr Arvind Nagra, looks after 
approximately 1,500 children and young adults with 
some form of kidney disease. Ages range from new-
born babies and toddlers, where kidney disease has 
been diagnosed during antenatal (before birth) scans, 
to teenagers up to the age of eighteen. 

When children are diagnosed with CKD the whole 
family is affected. For the parents, already extremely 
worried about their sick child, they also have to 
organise time away from work and care arrangements 
for any other siblings in order to accompany their sick 
child through often distressing and painful procedures. 

Looking after babies and toddlers
If kidney problems have been identified in an unborn 
baby as a result of a scan, some tough decisions need 
to be made. Dr Nagra spends a great deal of time with 
parents who receive this news, to discuss the options 
they have. The path ahead for them and their baby is 
going to be challenging  and unpredictable, but also 
potentially immensely rewarding. Advances in kidney 
care mean that the chances of their child reaching 
adulthood and enjoying a good quality of life, are now 
very good.

If the decision is to continue with the pregnancy, Dr 
Nagra introduces the family to other families with 
babies or young children so that they feel part of a 
strong support group. This means that when a parent 
is struggling, there is the friendly voice of someone 
who knows what they are going through, at the end of 
a phone call. Family picnics in the Autumn and coffee 
mornings are organised on a regular basis.  These 

provide a chance for the 
parents, children and 
siblings to talk, offer 
support and have some 
fun together.

One young family 
benefiting from this 
support is Rosie 
Davis and her mum, 
Kerry. Rosie, who is 
two years old, has 
been dialysing three 
times a week on the 
paediatric dialysis 

ward for a year now. She was diagnosed with CKD 
when she was just one. When she is a little taller and 
heavier she will be big enough to receive a transplant 
and, luckily her dad has been identified as a good 
match. Rosie is cheeky, funny, loves to watch cartoons 
and just seems instinctively to know that she has to sit 
quite still for the three hours she dialyses.

Simon and Judy May and 
their three-year-old son 
Asher are also regulars on 
the paediatric ward and 
benefit from being part 
of Dr Nagra’s extended 
‘kidney family’. Asher 
has received a kidney, 
donated by Simon, but 
has had to endure more 
than his fair share of 
problems over the 
past year. Asher’s 
kidney problems were 
identified during 
Judy’s twelve-week antenatal 
scan. Despite Asher’s almost constant inpatient 
stays and multiple medical procedures, he too falls 
into fits of giggles when we visit him. 

There is no doubt that these families have been pushed 
to their very limits of endurance; emotionally, practically 
and physically. Watching your young child tackle and 
be treated for CKD whilst at the same time trying to 
maintain some form of domestic, family and work life is 
about as tough as it gets.

School lessons on the ward
As children with CKD reach school age the focus shifts 
from entertainment and distractions to ensuring they 
do not fall behind with their studies. Southampton 
Children’s Hospital employs a hospital teacher and 
part of their work entails teaching the children of 
school age who spend twelve hours of their school 
week on dialysis. 

Twelve (nearly thirteen) year-old Alisa Braha has been 
dialysing for over a year now as a result of a urine 
infection which led to CKD.  

Alisa is taught by the hospital teacher - who liaises 
with Alisa’s own teacher - during her two x four-hour 
dialysis sessions a week.  

We’re the young ones
The diagnosis of chronic kidney disease (CKD) represents a crushing blow 
 to anyone at any age. But imagine how you might feel knowing that it’s not you who 
has been diagnosed with this life-long condition, but your young child.
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Alisa’s age also means that she spends quite a lot of 
time with the unit’s two Youth Workers: Ellie and Sarah. 
Both provide a vital link for the young adult patients, 
organising group events and challenges but also bringing 
a younger and ‘non-medical’ perspective to life with 
CKD on the paediatric dialysis ward. 

One project - pioneered by Dr Nagra and her team to 
help support teenage patients through what can be a 
particularly complex time of life and provide a means 
to secure meaningful employment - is the PEEER 
project (building Patient Empowerment, self Esteem, 
Employability, Resilience). The PEEER project is now 
recognised nationally and is co-funded by the National 
Lottery and Kidney Care UK.

PEEER project – what’s involved
As well as fun and physical challenges such as rock-
climbing, the PEEER project empowers young adult 
patients to participate in career development schemes.

Many have become involved in producing their own 
health support projects such as scripting and videoing 
themselves talking about living with a chronic condition. 
These helpful aids are then shared on recognised 
health social media platforms.  Here they learn skills 
to take them into a possible future career, confidence 
to talk about their condition and find great national 
support from other kidney patients of a similar age.

“The PEEER project activities 
really help you interact with other 
young people who are in the same 
boat as you. It is a good way to 
socialise with people you might 
only get to see at the hospital. The 
youth workers work so hard to or-
ganise events for the young people 
so that they are able to cope with 
what life throws at them”
Michael Hill (aged 18)
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The Duke of Edinburgh’s  
award scheme
The Duke of Edinburgh’s Award (DofE) scheme is 
the world’s leading youth achievement award that 
develops over 450,000 young people for life and 
work, every year in the UK.  Founded by HRH The Duke 
of Edinburgh in 1956, the DofE award is supported by 
over 3,500 partner organisations and approximately 
40,000 adult volunteers from all walks of life.

The new skills learned as part of the PEEER project 
have also been recognised as contributing to the 
Duke of Edinburgh’s Award. In order to attain this 
prestigious award all young people, including young 
kidney patients, need to prove their skill in:

• Volunteering – to help others

• Developing a skill – i.e. learn to cook or produce  
a film

• Activity – e.g. doing exercise to lose weight 

• Expedition – participate in an arduous expedition

The PEEER project continues to expand and the 
young kidney patients involved in this great project 
report a marked increase in self-esteem, a general 
attitude of ‘I can’ and the firm belief that there is a 
good future out there for them. 

Dr Arvind Nagra and Alisa

For more information for  
children with kidney. disease 
and carers, go to: 
www.infokid.org.uk 

 * Young adults’ perspectives on 
living with kidney failure -  
www.ncbi.nlm.nih.gov
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“Ellie and Sarah, I have loved every single one of the PEEER 
project events so far, from the great rock climbing session to the 
wonderful T-shirt printing session at Bournemouth University! 
Another of these opportunities is the chance to complete a Duke 
of Edinburgh award; I can’t wait to start it when I turn 14! 
Overall I believe the PEEER project is an amazing idea that 
gives kidney patients and family alike the ability to receive 
and achieve great things they otherwise wouldn’t.”
Evan Bartlett, 13
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From the front line 
Letter to the Prime Minister

Kidney Care UK joins forces with all UK leading medical bodies 
to remind the Prime Minister that patient care must not be 
compromised in BREXIT negotiations and must also be a 
primary consideration in the event of no-deal.

 As the Brexit deadline approaches with less than one 
week to go (at the time of writing), Kidney Care UK is 
working very closely with the Department of Health and 
Social Care as the country prepares for what could still 
be an unruly exit from the EU. This work has included 
meetings discussing dialysis devices and the drugs 
most kidney patients needs to take. 

We are also in direct contact with many of the 
companies who produce these products, all of 
whom have built up their stocks and storage space in 
line with - and frequently in excess of - government 
recommendations. We want healthcare to be at the 
heart of the EU negotiations and, alongside 16 other 
health leaders, we co-signed a letter to the Prime 
Minister organised by the Royal College of Physicians, a 
key group representing doctors. The letter has received 
a great deal of attention.

Dialysis in the EU post-Brexit
Despite all this preparation we remain concerned by 
the lack of arrangements for healthcare for patients 
who want to have dialysis in an EU country, which is 
currently accessible free of charge on presentation of 
your EHIC card. We have given evidence three times 
to parliamentary committees and many of you have 
written to your MPs about this. While some countries 
have prepared some legislation, health cover for 
dialysis mostly depends on UK reciprocation and 
untested laws. At the time of writing nothing is in place 
for Brexit day but we continue to raise this issue and 
thank you for your help with this.

There are new helplines available to report shortages 
of either drugs or devices so please email us with any 
queries or shortages you have become aware of, or 
other Brexit-related questions so we can take them up 
on your behalf, with Ministers. 

The acute kidney injury app
In other news, we were very interested in the results 
of work by the Royal Free Hospital and Google 
DeepMind on improving care for acute kidney injury 
(AKI) through an app called Streams. The app, on a 
smartphone, alerts clinicians if kidney function is 
going down and enables a faster review of urgent 
cases by kidney specialists (minutes rather than 
hours). This is a great tool, but what we continue 
to need is for more people to ‘think kidneys’ when 
looking after their patients so that more cases of AKI 
are identified and swiftly treated.  

Article by Fiona Loud:  
Kidney Care UK  
Policy Director

kidneycareuk.org
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Fatigue affects most people on HD, but published 
evidence for its impact is limited. An analysis of 65 
studies* clearly shows that patients with fatigue are 
not just tired all the time.

The reality is that HD patients’ lack of energy, 
strength and motivation limits all aspects of 
their lives, including their work, hobbies, family 
responsibilities and social life. Their constant and 
frustrating need to rest makes them feel deprived 
of time. They feel guilty that they cannot fulfil their 
responsibilities, and vulnerable in having to rely on 
their families. And, because fatigue is invisible and 
they do not look unwell, HD patients feel judged and 
misunderstood by others.

Professor Donal O’Donoghue is one of the study 
investigators and consultant nephrologist at Salford 
Royal Hospital. He explains that the research was 
inspired when listening to patients involved in SONG 
(Standardised Outcomes in Nephrology). This 
international initiative by the kidney community is 
designed to make research relevant to patients, 
caregivers and professionals. 

A step forward for kidney patients
“This robust, scientific study is a step forward for 
patients and the kidney community as a whole. If 
research is to be relevant to patients and carers, it must 
address the questions that are most important to them. 

“Survival has been the primary outcome in research 
studies, but this is not the most important factor for 
the many people who are going to live the rest of their 
lives on dialysis. In SONG-HD, when asked about the 
aims of research, HD patients cited fatigue as by far 
their greatest challenge,” says Donal.

Fatigue is variable and experienced in different ways 
by people on HD, and changing the dialysis regimen or 
medicines may improve the feelings and problems of 
fatigue. However, dialysis units do not routinely assess 
fatigue in individual patients.

Research has also not measured important factors for 
patients like loss of independence and self-esteem. 
SONG-HD now recommends that fatigue should 
be an outcome in research involving people on HD. 
The hope is that funding agencies will follow this 
recommendation when choosing studies to support.

Understanding
“Since fatigue is a feeling rather than a physiological 
measurement, it is more difficult to assess 
quantitatively than a biochemical number like 
phosphate control. However, there is an analogy with 
the emerging consensus that Kt/V is not the only way 
to measure the effectiveness or adequacy of HD, and 
that we should also be assessing how people feel. It is 
a shift from a hard ‘bench science’ view of research 
to the understanding that people are more than their 
kidneys and their chemistry,” concludes Donal.

Not just tired all the time
A study highlights the relentless effects of fatigue on the lives of people on 
haemodialysis (HD). This is no surprise to patients, so what does the research 
mean for you?

* The study by Jacobson and co-authors was published in the American Journal of Kidney 
Diseases. You can read a summary at https://bit.ly/327V2WC You will need to pay a fee to 
read the complete article.

Find about more about the SONG initiative at https://songinitiative.org
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Life is challenging enough on dialysis. For kidney patients dialysing in their 
local unit it isn’t difficult to see how looking at the same four walls, speaking to 
the same people, listening to the same sounds and making the same journey 
to and from dialysis three days a week, week in, week out, can soon send us 
stir crazy.  What we long for is a short break away; a chance to attend a friend’s 
wedding, spend a week away with our family, make a trip to the coast….

‘Dialysis away from base’ (DAFB) is the name given to NHS England’s 
scheme for arranging dialysis away from our local unit for a short period. We 
know some units do ring-fence some sessions of dialysis for DAFB patients 
who wish to visit the area.  And we know that when patients are abroad 
on holiday their sessions are also then ‘vacant’ and, in theory available 
for DAFB patients to book. This is a NHS initiative put in place to support 
dialysis patients. It all makes perfect sense. So why is DAFB proving so 
difficult for so many patients to arrange? 

What some patients may not realise is that there is official guidance from 
NHS England on the provision of DAFB.

Patients have the right to be supported to take a break 
from their local unit and there should be no limit to the 
number of breaks they are allowed to take.

NHS England states

“Renal unit providers are responsible for helping patients in 
arranging DAFB and also ensuring that any spare capacity of 
haemodialysis slots is made known and available for patients 
wishing to access DAFB with them. Renal units are therefore also 
expected to provide DAFB themselves; to ensure that any spare 
capacity is made available, as well as helping to arrange for their 
patients’ DAFB elsewhere.”

Here at Kidney Care UK we regularly receive correspondence from patients 
expressing despair at the lack of availability of DAFB. Their anguish is often 
shared by nurses and holiday coordinators who are trying to support their 
patients take a much-needed break away.

Kidney Care UK, in partnership with Freedom Dialysis operates a UK-wide 
‘swap’ service to units and all dialysis patients seeking DAFB.  The service 
is free to patients and dialysis units, and relies on units who do not have 
ring-fenced DAFB capacity offering-up their spare capacity when regular 
patients are abroad on holiday or in hospital.

Dialysis away  
from base – myth  
or reality?
Evidence clearly shows that it is important for dialysis 
patients to take regular breaks from their routine to 
ensure their mental wellbeing and to prevent feelings  
of social isolation. 

FEATURE INTERV
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Nina’s story
Nina Bond is a dialysis nurse at Cromer who regularly 
receives calls from dialysis patients wishing to visit the 
east coast of Norfolk.

We are on the east coast of Norfolk and whilst we know 
there is DAFB available in a very good private unit 
to the west of the county, there is nothing near here 
for anyone wanting to visit this beautiful coastline. If 
someone on dialysis wants to visit us  they will need to 
travel a minimum of four hours (two hours each way) 
to receive dialysis, then spend four hours on dialysis 
every other day throughout their holiday. 

We just do not have capacity here and always have to say 
no.  We refer them to the nearest private holiday dialysis 
two hours away, which is also swamped with enquiries.

So, I, with invaluable support from Sandy Lines who is 
our local Kidney Care UK Advocacy Officer, presented 
evidence of the level of patient enquires for DAFB in 
our local area and a business case to NHS England 
and our local NHS commissioners requesting support 
to set up and run a NHS-funded dialysis unit here to 
accommodate DAFB patients. Despite demonstrating 
this clearly unmet demand for DAFB in the local area, 
to date we have not been successful. The only option 
left open to me now is to provide this service for 
patients myself, using my own funds.

My new dialysis unit will be called ‘4 Seasons Dialysis 
Norfolk’ and I have already secured the lease on 
a modern unit, purchased four top-of-the-range 
dialysis machines and organised the support of a 
renal consultant to provide any emergency cover we 
may need for our patients. 4 Seasons Dialysis Norfolk 
will be run to the very highest standards and my new 
team of nurses and I look forward to receiving our first 
dialysis patients in the new year.  

The downside of this private set-up is that we have 
to charge our patients for their dialysis sessions with 
us as we have been unable to secure NHS funding for 
the unit. We will do our very best to help all patients 
access DAFB on the east coast of Norfolk.

Nina Bond

“Here at Kidney Care 
UK we regularly receive 

correspondence from 
patients expressing 

despair at the lack of 
availability of DAFB”
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Laura Gleadell, Managing Director, 
Freedom Dialysis explains 
Dialysis Freedom was set up back in 2012 to try and 
improve access to DAFB.  We have been aware of 
the difficulties faced in arranging DAFB in the UK for 
many years as our sister company has been organising 
dialysis abroad for over thirty years. We were often 
asked why it was so difficult to find a space in the UK.  

We decided to form the ‘UK Swap Scheme’. When we 
send a UK patient abroad or in the UK for dialysis, we 
request that their space in their UK home unit be made 
available to our ‘UK Swap Scheme’ database. This 
seemed like a great idea with the hope of hundreds of 
slots being made available each year.  

The reality is that a very small percentage of UK units 
participate in this scheme. We understand that not all 
slots can be made available in certain circumstance, 
but also a lot of units just do not respond to our 
requests for these slots.  

Our advice to patients when trying 
to book DAFB in the UK is to:

• Give us as much notice as possible.

• Be flexible on areas, dates (where possible) 
and even the distance you are prepared to 
travel to your DAFB unit.

• Inform us at the time of requesting DAFB if 
you are positive for any blood-borne virus 
(BBV) or infection such as methicillin-
resistant Staphylococcus aureus (MRSA) or 
vancomycin-resistant enterococci (VRE).

• Always keep your own unit fully informed of 
any holiday plans – both prior to booking and 
when dates are confirmed.

“We have realised that a 
holiday [in the UK] is not in 
our future whilst my husband 
is on haemodialysis, this year, 
next year or the next year. 
We also realise that Michael 
will miss out on any family 
events away from his dialysis 
machine: weddings, funerals, 
birthdays etc. This news has 
come as a surprise to us as a 
family as we had hoped to live 
as normal a life as possible.”
Mrs S Watt 

We would welcome the improvement of DAFB in the 
UK. Our job is very difficult sometimes when we are 
unable to place a request for something so simple as a 
client wishing to visit their family or friends in the UK.  

We wish UK dialysis units would just consider the 
impact on patients of refusing a request for DAFB or 
not responding to the Swap Scheme request emails 
when one of their patients is away.  We feel freeing up 
these slots would massively improve available space 
in some of the most difficult areas to get DAFB and 
would greatly improve the mental health of many 
dialysis patients who struggle with the limitations 
placed on their life by unit-based dialysis.  

We would also like to see the use of ‘standardised 
DAFB application/authorisation’ forms and tests 
throughout the UK. We believe every patient who 
dialyses on a unit should have the opportunity to 
dialyse away from their home base at least once a 
year. Nobody chooses to dialyse.  This is the very 
least we should be offering dialysis patients

We know some units, often in the most sought-after 
locations for DAFB, do provide regular dialysis for 
patients wishing to visit their area.  One of those units 
is the Royal Cornwall Hospital (RCH) in Truro. 

                                              C O N T I N
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Laura Gleadell

kidneycareuk.org
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Caroline Langley is holiday coordinator at 
RCH and explains her role .
For patients wishing to dialyse in Cornwall there are 
three dialysis units to choose from: Truro, Penzance 
and Bodmin. The unit I am responsible for is the Royal 
Cornwall Hospital in Truro. 

We offer holiday dialysis after 5.30 pm, and the 
amount of spaces we offer does vary each year 
depending on staffing levels. All the units start booking 
each November for the following year, and the popular 
months are always the first to be booked. So, if you 
would like to come to Cornwall and dialyse with us 
please book early.

Our paperwork is very simple and I know it is popular 
with Freedom Dialysis for this reason. We require 
information about the patient’s dialysis regime, a signed 
prescription for any medicines used during dialysis, 
details of the dialysate, pump speed, dialyser used, 
and personal details of the patient. The test results 
we require are Hep B & C and HIV bloods, and MRSA & 
carbapenemase-producing Enterobacteriaceae (CPE) 
swabs.  These should be taken within the month prior to 
the first holiday dialysis session.

To book with the Truro unit, the patient needs to contact 
me by email (rch-tr.cornwallholidaydialysis@nhs.net) 
and I will look at the dates being requested to see if they 
are available and advise accordingly.  I will also offer 
information on what other dates might be available in 
case this is of use to the patient.  I then tell the patient to 
inform their own dialysis unit of their provisional booking 
for DAFB with us so that their unit can then email me and 
we can correspond directly with each other.

Usually, these bookings are made well in advance. 
This means the patient should prompt their dialysis 
unit about six weeks prior their holiday with us so the 
paperwork and tests are completed on time. 

It is a very simple process to book holiday dialysis, you 
just need to do so well in advance, be flexible with your 
dates if possible, and choose your destination within 
Cornwall carefully.  

So, we know that where DAFB exists in the UK it works 
well. But only a quarter of dialysis units in the UK 
actively participate in the scheme. What can be done?

Paul Bristow, Kidney Care UK, Acting Chief 
Executive, comments:
“At Kidney Care UK we believe that all patients should 
be able to travel, whether for a holiday, work, or to 
visit family. Despite this, it is clear that many patients 
continue to struggle to arrange dialysis in the UK away 
from their home unit due to capacity issues or lack of 
clear local policies. Evidence shows how important 
taking a break is to our wellbeing and with the uncertainty 
over dialysis being available in the EU after Brexit, UK 
breaks may become even more essential for patients 
and their loved ones. It is not right that having a UK break, 
taken for granted by the majority of the population, 
should be denied to dialysis patients and their families. 
We continue to press hospitals and commissioners to 
work with us to address this inequality.”

To view a full list of NHS dialysis units  
offering  DAFB and Dialysis Freedom’s 
(suggested) DAFB application/approval 
documentation visit the Dialysis Freedom 
website at:

www.dialysisfreedom.co.uk

To access/order our advice leaflet 
‘Dialysis away from home’ go to  
www.kidneycareuk.org/booklets  

Or it’s also on our holiday page at  
www.kidneycareuk.org/holidays

To find out more about 4 Seasons Dialysis 
Norfolk email : ninabond38@gmail.com
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Message from the editor 
What is your experience of booking DAFB in 
the UK? We’d love to hear from you with your 
success stories; where did you stay, who 
arranged it, what was your experience on 
your holiday ward?

For those who have tried and failed to book 
DAFB in the UK we would also like to hear 
from you. Nothing changes unless we have 
evidence proving that a scheme set up to 
help us is not up to the job. So please get in 
touch with me at editor@kidneycareuk.org

Caroline Langley
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A fistula remains the first choice for HD access due to its longevity and 
reduced association with death and ill health, but nothing is perfect. Fistulas 
and grafts are essential in maintaining a kidney patient’s life. However, it can 
often be challenging to maintain the function of a fistula or graft, and they 
frequently require regular intervention and/or surgery to ensure their survival.

People on dialysis often encounter problems such as swelling, redness or 
discharge over their vascular access. This could indicate an infection, and 
it can then create a fatal point of weakness in the fistula or graft. Scabs 
at needling sites that are raised, enlarging bumps (aneurysms) along the 
access, shiny skin over the vascular access and/or loss of skin pigment 
over an aneurysm all require urgent review  and, if left untreated, could 
potentially lead to a life-threatening bleed (LTB). LTBs from a fistula or graft 
are significant bleeds that are not stopped by applying a normal amount of 
pressure as is commonly used to stop bleeding after dialysis needle removal. 

In many cases LTBs occur spontaneously at home between dialysis 
sessions, away from the clinic and caregiving team. Kidney patients often 
don’t recognise the signs and symptoms of a potential problem, or know 
what to do if an LTB occurs. In this situation, time is of the essence and 
without the correct actions death can unfortunately result within minutes. 

Following several reported cases of LTBs, the British Renal Society’s 
(BRS) Vascular Access Special Interest Group and the Vascular Access 
Society of Britain & Ireland (VASBI) have worked together to compile a set 
of recommendations for the prevention of an LTB from dialysis vascular 
access and guidance on how to manage LBTs effectively when they do 
occur. Both will help prevent catastrophic harm to patients.

The ‘Put a lid on it’ campaign is launched
In Portsmouth, we developed and implemented a plan to disseminate 
local guidance that incorporated advice from the BRS and VASBI. We 
launched our ’Put a Lid on it!’ campaign with an awareness week. Around 
25 members of staff wore brightly coloured campaign logo t-shirts, which 
encouraged lots of conversations between patients, staff, family members 

Put a lid on it - 
managing  
life-threatening 
bleeds from fistulas 
and grafts
Vascular access is a phrase used to describe the surgical 
site on the body where blood flows from and returns to 
the body during haemodialysis (HD). A vascular access 
point may be an arteriovenous fistula (artery joined 
directly to a vein), arteriovenous graft (artery joined to 
vein using a plastic graft), or a central venous catheter 
(a line usually placed into the veins in the neck).  

FEATURE INTERV
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and visitors. We also visited or contacted many local 
organisations that provide NHS care, and where our 
patients may attend with bleeds from a fistula or 
graft; this included all A&Es, minor injury units and our 
local dialysis and satellite units.  During the visit, we 
educated staff on exactly what to do should a patient 
present with an LTB, provided posters for clinical areas 
and gave out campaign pens. 

During the week we also spent a lot of time with our 
patients across the Wessex Kidney Centre area. All 
patients were given a credit card-sized ‘LTB advice 
card’ and a bottle top with a demonstration of how to 
use it in an emergency. Patient-focused posters and 
pop-up banners were also displayed in all patient 
waiting rooms and lift areas. We have also recently 
started visiting our patients who are in nursing or 
care homes to educate the staff there in order to 
keep our more vulnerable dialysis population safe 
and well-informed. 

Our clinical lead also collaborated with the South 
Coast Ambulance Service and, as a result, we have a 
local policy for telephone advice and direct patient 
transfer to the regional renal unit for patients with 
an LTB. These recommendations have now been 
incorporated into the latest national ambulance 
service trauma guidelines and the NHS 111 and 999 
patient assessment algorithms. 

Your vascular access is your lifeline
Making sure your dialysis access is healthy and 
functioning properly at all times is essential to your 
health and wellbeing. Blood loss from a fistula or graft 
can usually be controlled by applying pressure to the 
site. However, sometimes bleeds do not resolve and, 
due to the rate and volume of blood loss, can become 
life threatening very quickly. You should not just rely 
on your dialysis team to detect a problem with your 
access.  YOU should remain alert and highlight any 
concerns you may have with your access to your 
dialysis team. 

Kelvin Brenton demonstrates our new 
KIdney Care UK ‘Put a lid on it’ key ring

Issue 7 | Autumn 2019
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Article by Claire Whitehill :  
Vascular Access Nurse 
Specialist, Queen Alexandra 
Hospital, Portsmouth

Information from BRS and VASBI about life-threatening bleeds may be found at

https://bit.ly/2OMtwdN

To read more about looking after your fistula go to www.kidneycareuk.org/booklets 
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“You should not just rely on 
your dialysis team to detect 
a problem with your access. 
YOU should remain alert and 
highlight any concerns you 
may have about your access 
with your dialysis team. ”
If a bleed from a fistula or graft cannot be stopped 
with direct pressure over the affected area, you 
MUST avoid using large absorbent dressings and/
or towels, as this will reduce pressure applied and 
its effectiveness to control the bleed. Locate your 
bottle top and apply hollow side facing your skin, 
maintaining pressure. By applying the bottle top to 
the bleed in this way you have sealed the bleeding area 
which will encourage the blood to clot more swiftly. 
If no blood is seen coming out from underneath the 
bottle top, it is safe to assume that the bleeding is 
controlled. If possible, then secure the bottle top 
firmly with a bandage. 

The priority with a life-threatening bleed is to get help; 
do not delay whilst trying to stop the bleed, as loss of 
consciousness through blood loss can occur quickly. 
In this situation, the focus is to stop the bleed and not 
to preserve the function of your fistula or graft. 

Alternative access can be created. Remember; there 
is only one you! 

Patients/carers

To order a Kidney Care UK ‘Put a lid on it’ keyring go to  
www.kidneycareuk.org/shop or call 01227 811662.

Please note, there is no charge for your ‘Put a lid on 
it’ keyring but we do make a small charge to cover 
postage costs.

Hospitals, dialysis units and KPAs:

You can now order up to 30 ‘Put a lid on it’ keyrings 
as part of our range of free patient information.

To order, complete one of our downloadable 
order forms available at:   
www.kidneycareuk.org/booklets

If more than 30 keyrings are required, please 
contact us on 01420 541424 to check availability.

How to order a ‘Put a lid on it’ keyring

kidneycareuk.org

16                                              C O N T I N
U

E
D

  

https://bit.ly/2OMtwdN
http://www.kidneycareuk.org/booklets
http://www.kidneycareuk.org/shop
http://www.kidneycareuk.org/booklets
http://kidneycareuk.org


For many children with kidney disease, 
Christmas in hospital might not be the 
most fun place to be. Wherever we can, 
we help.
In December 2018, Kidney Care UK provided a small 
grant to the paediatric dialysis unit at Nottingham 
Hospital to help buy presents for the children 
dialysing on the ward. The staff were able to ensure 
that each child got a gift that was just right for them 
and their interests, and it meant that those who were 
having dialysis on Christmas Eve had a present to 
open a little bit early!

Claire Hardy, a Play Specialist at the paediatric unit, 
commented: “Being able to personalise gifts for each 
of the children who were having dialysis on Christmas 
Eve was incredible. We were able to get them toys and 
activities that we knew they would love and being able to 
see their joyful smiles absolutely made our day. Thank 
you Kidney Care UK for making our Christmas magical.”

These small Christmas grants are available to paediatric 
units and hospitals throughout the UK. Many use them 
for purchasing gifts, but other hospitals have used 
these to purchase art activities for the children and 
their siblings, or to fund small trips for their patients 
such as a bowling night or trip to see a play. 

Suzan Yianni, Hospital Grants Manager at Kidney Care 
UK, adds: “I’m very privileged to be able to see the 
impact that our hospital grants have. The part of my 
role that often brings me the most joy is knowing that 
we are able to help ensure that hundreds of children 
on dialysis don’t miss out on the magic of Christmas.”

Our hospital grants have been helping to improve care 
and services across the UK for a number of years. 

These grants can be big or small, from funding the 
Kidney Care UK Centre for Children at Great Ormond 
Street; seed-funding roles such as play and music 
therapists; through to providing Christmas treats for 
children like those mentioned in this article. Last year 
we provided direct support to 43 hospitals (that’s 
nearly half of the UK’s main renal units).

You can find further information on the support that 
Kidney Care UK offers dialysis and renal units across 
the UK at www.kidneycareuk.org/hospital-grants  

“Thank you Kidney Care UK for 
making our Christmas magical.”

Putting the magic into Christmas 
for children on dialysis

Issue 7 | Autumn 2019
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The last week of July 2019 will be remembered for 
more than just the tropical heatwave – it was also the 
week that saw more than 3,000 people converge on 
Newport for the Westfield Health British Transplant 
Games. As one of the main partners of the event, 
we were delighted to see so many friendly faces; 
around 60% of competitors in the Games are kidney 
recipients, or are on dialysis.

“As well as being one of 
the lead partners of the 
Games, Kidney Care UK 
also provides grants to 
help teams take part, 
and this year a whopping 
14 teams were able to 
compete thanks to our 
funding (that works  
out at around 1 in  
every 4 teams).”

This was the 42nd Games and the four-day 
extravaganza highlighted the life-changing impact 
that organ donation and transplantation can have. 
The youngest competitor was Mia Mifsud, who won 
huge applause (and stole everyone’s hearts) when she 
crossed the finish line in the 25 metre race for under 
5s. At just three years old, Mia has had a transplant as 
well as fighting five bouts of sepsis and only just took 
her first steps a few weeks before the Games. 

We wanted to help people learn a bit more about the 
work we do and how we might be able to support them. 
We also wanted to give competitors somewhere to 
take a bit of a timeout and relax from all the action of 
the events. This is is why we had a colouring wall at our 
stand for the first time! So many competitors, young 
and old, made their mark and we loved the finished 
result, which is now hanging in our offices. We were also 
able to keep supporters cool with our baseball caps, 
which were new for us this year and a huge success.  

We hope you had a fantastic time at the Games in 
Newport and will be able to join us in Coventry in 2020. 
To find out more about the Games go to  
www.britishtransplantgames.co.uk

Going for Gold at the British 
Transplant Games

Message from the editor 
You couldn’t miss our foam fingers and 
caps in the crowds. If you left the Games 
with one (or both) of these we’d love to see 
your photos of them out and about, send 
them to me at editor@kidneycareuk.org or 
share with us on social media!

“The youngest 
competitor was Mia 
Mifsud, who won huge 
applause when she 
crossed the finish line 
in the 25 metre race 
for under 5s”
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My name is Zoe Buchanan and I’m from the most 
northerly place in the UK; the Shetland Isles.

I have always been really into sport and thanks to my 
mum, Jill Nicolson, who donated a kidney to me in 
2010, I am able to compete in the British Transplant 
Games. I have competed in the Games since 2011. I 
have also received the honour of being selected to 
represent Great Britain in the World Transplant Games.

I knew traveling to Newport from the Shetland 
Isles was not going to be easy, but I was absolutely 
determined to get there. It took me over 24 hours and 
included every mode of transport possible; road, rail, 
air and in a boat. But that was all worth it because my 
partner and I retained our title of British Transplant 
Badminton Champions and it meant I got to spend 
time with my transplant family. 

Thanks to the continued support from Kidney Care 
UK, the British Transplant Games helps people like me 
create and achieve personal goals, while making life-
long friends along the way. I can’t wait until next year.

Trains, planes and automobiles: 
Newport, I made it!
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Kidney disease –  
who, why, what?
Kidney disease is indiscriminate in approach. It can affect all ages, all races, and all 
social classes. Sometimes it appears abruptly, almost overnight. For others, in a 
family with a genetic disease, there is an inevitability about its onset. 

In the UK the most commonly known reason for kidney 
failure is diabetes. Poor function is also often caused 
by compromise of the blood supply to the kidneys 
(sometimes termed ‘hardening of the arteries’ or 
‘poor circulation’) and associated high blood pressure. 
Inflammation in the kidneys, problems with urine 
drainage, and certain genetic disorders are responsible 
for many of the remaining cases of kidney failure. 

It is possible to have quite a poor level of kidney 
function without feeling unwell. However, when function 
is very low - what is termed ‘end-stage kidney disease’ - 
then people will not survive without treatment.

Some people, typically with other serious health 
problems, decide that the best option is to manage 

the complications of renal failure with medication. 
This is sometimes called conservative care, or active 
medical management. 

However, every year in the UK approximately 100 
people in every million, will start treatment for 
irreversible kidney failure. The options are regular 
dialysis treatments or a kidney transplant. 

Treatment – dialysis versus 
transplantation
Having a successful kidney transplant confers a huge 
survival benefit compared to dialysis.

This is particularly notable in younger individuals, but 
there is increasing evidence that even older patients 

“Every year in the 
UK approximately 
100 people in 
every million, will 
start treatment for 
irreversible  
kidney  
failure’’
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can gain an advantage in survival (quantity not just 
quality of life) with a transplant compared to dialysis.   

Unfortunately not everyone is suitable for 
transplantation and dialysis may be needed. Most 
people can remain on dialysis for many years and 
have a good quality of life. However dialysis is unable 
to replicate all the normal functions of the kidney, 
and inevitably this takes its toll. Sadly, this means 
that people seldom live as long and may die while on 
dialysis, particularly elderly people and those with 
other health problems.  

Transplantation – living versus deceased 
donation
Every kidney that is transplanted is a ‘second-hand’ 
kidney, generously gifted by the first owner. In the 
future it may be that we can ‘grow’ or ‘print’ new 
kidneys but we are not at that stage as yet. Currently 
a kidney is given by someone who is alive and in good 
health (a living donor), or someone who has died for an 
unrelated reason (a deceased donor).

Typically the outcomes after living donation are 
better. Of all the people who received their first kidney 
transplant in the UK between 2004-2006, nine in 10 
(91%) of those who had a kidney from a living donor 
were still alive 10 years later. This is compared to nearly 

eight in 10 (76%) of those who had a kidney from a 
deceased donor. While the latter is substantially better 
than dialysis, the results after  living donor  
transplantation are persistently better every year and  
in every transplant unit in the UK.

There are two primary reasons for the difference: the 
quality of the kidney and the ‘quality’ of the patient at 
the time of transplant (i.e. how healthy he/she is). 

When a kidney is donated from someone who had died, 
it can have additional injury before it is transplanted. 
Firstly, it tends to be people who are less healthy and 
may already have poorer kidney function (e.g. smokers, 
people with diabetes or high blood pressure) who die 
in a situation when donation might be possible (e.g. not 
from ‘old age’). Secondly, a catastrophic event, severe 
enough to result in death, has occurred and often this 
affects the kidneys. Thirdly, unlike in living donation, 
a deceased-donor kidney cannot be immediately 
transplanted as it has to be transported to the patient, 
and there may be delay e.g. with additional tests or 
need for dialysis before the transplant takes place. If 
there is a prolonged time before transplantation, the 
transplanted kidney will not work for as long. 
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Article by Aisling Courtney :  
Consultant Transplant Surgeon, 
Belfast City Hospital

To read about the treatment of chronic kidney disease go to: 
 www.kidneycareuk.org/treatments

To find more about the Access to Transplantation and Transplant Outcome  
Measures - ATTOM study, go to:

https://bit.ly/33ubjWj
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Message from the editor 
Look out for our sequel article from Dr 
Courtney in the Winter issue of Kidney 
Matters, ‘On top of the world’ - how Northern 
Ireland’s transplant team in Belfast is 
achieving world record-breaking success in 
living kidney donation and transplantation.

Another very important factor in determining how long 
a person lives after transplantation is how long he/she 
was on dialysis before the transplant. Since dialysis 
is not the same as having normal kidney function, 
the longer the wait, the less healthy the patient is 
by the time of transplant, and the shorter their life 
expectancy afterwards. 

Unfortunately, there remain fewer deceased donor 
kidneys than are needed, so typically there is a delay 
of years for those waiting for a transplant. However, if 
someone has a suitable living donor, it is possible for 
him/her to avoid dialysis altogether (a ‘pre-emptive’ 
transplant), which is associated with the best outcome.

Variation in living-donor transplantation
Despite better survival with living donation, there 
is considerable variability across the UK in the 
opportunity of patients to have this treatment 
(reported by the nationwide ATTOM study). People 
who are younger, White, married, and have higher-level 
education are significantly more likely to have a living - 
rather than deceased-donor transplant. 

There is also geographical variation, with a consistently 
much higher rate of living-donor transplantation in 
Northern Ireland (NI) than the rest of the UK. The 
metric used is number of living donors for each million 
people in the population (per million population or 
pmp). In 2018-2019, the living-donor rate in NI was 
33.2 pmp, in Scotland 19.6 pmp, in Wales 14.4 pmp, 
and in England 14.1 pmp.

Given the disparity in patient outcomes, and the 
commonality of the healthcare service across all 
four countries that is free at point of delivery, such 
disparity in access to the best treatment perhaps 
ought to stimulate questions or discussion. 

Living donors
Being a living donor - having an unnecessary operation 
and living with a single kidney life-long to help another 
human being - is a unique process in medicine. 
It is only possible if we are convinced that, when 
assessment and donation occurs in accordance with 
national guidelines, it is a very safe process. 

However, the risks of donating and living with one kidney 
are not, and can never be, zero. Notably there can be a 
disparity between the view of the medical professionals 
and a donor/patient in terms of what is considered 
‘acceptable’ risk for a donor, and what is considered 
‘success’ in terms of transplant outcome. Perhaps 
detailed consideration of the views of the patients 
and their families may alter practice in due course. 
Nevertheless, it will remain of course of fundamental 
importance that the assessment and care of all 
potential living donors is exemplary in every aspect. 

Conclusion
When transplantation is a feasible option, this 
offers substantial advantages compared to dialysis 
treatment. However the outcome after a living-donor 
transplant is typically better than after deceased 
donation. Given that there are still many more waiting 
for a transplant than kidneys donated each year, 
those that do not have a suitable living donor also 
benefit from a smaller waiting list for deceased donor 
organs. Ensuring equity of access to living donor 
transplantation for all who would benefit is one of the 
challenges facing the kidney community. 
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Roy’s 100th birthday
We were absolutely delighted to help Roy celebrate his 100th birthday with his 
family & friends at Llantrisant Dialysis Unit in September. Happy Birthday, Roy from 
everyone here at Kidney Care UK. You are an inspiration!.

Are you interested in becoming a 
Kidney Care UK trustee?

Kidney Care UK is the UK’s leading kidney patient support 
charity, providing practical, financial and emotional support for 
kidney patients and their families across the UK.  With over 100 
patients supported every week and around £2.5m invested in 
our work every year, we are passionately committed to improve 
life for everyone affected by the disease and actively campaign 
to improve care services.  

We are looking for two talented Trustees to join our committed 
governing team.  To maintain a good skills balance within the 
Board we are particularly interested in applicants with a strong 
background in finance/business or fundraising. 

Trustees are expected to attend four Board meetings a year, 
held alternately in London, or at our office headquarters in 
Alton, Hampshire, and most Trustees choose to sit on one of 
our four Committees. The appointment is for an initial term 
of three years, with an option to serve up to nine years in total. 
There is no remuneration although expenses may be claimed.

For an initial informal discussion 
about the role and the likely 
commitment involved, please 
contact Paul Bristow, Acting Chief 
Executive or Vanessa Gartland on:

paul.bristow@kidneycareuk.org 

vanessa.gartland@kidneycareuk.org
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Cooking in the kitchen with Chef Ripley

Mexican bean 
nachos

Ingredients 

• 1 tablespoon olive oil

• 1 red onion, diced

• 1 red pepper, finely chopped

• 197g tin sweetcorn, drained  & patted dry

• 50g coriander, stalks and leaves chopped 
separately (reserve some for serving)

• 3 cloves garlic, crushed

• 1 sachet Mexican Nacho or Fajita Mix 
(Alternatively ½ teaspoon of chilli 
powder, cumin, paprika and 1 garlic clove 
crushed, could be used as a seasoning 
mix, which will reduce the salt content)

• 400ml passata

• 250ml vegetable stock (low-salt version 
if available)

• 200g tinned butter beans 

• 200g tinned cannellini beans

• 200g tortilla chips or wraps (unsalted or 
lightly salted) – or toasted pitta breads 

• 100g mozzarella cheese cubed

• 2 green chillies (optional)

• Soured cream or crème fraiche to serve

Preparation 

1. Heat the oven to 200° C/Fan 180° C/Gas mark 6. 

2. Heat the oil in a baking or casserole dish over a medium heat. Add the onion, 
pepper and sweetcorn, then fry for 10 minutes.

3. Add the coriander stalks with the garlic and the spice mix and fry until all the 
vegetables are cooked well.

4. Stir in the passata, vegetable stock and beans, season lightly with black 
pepper. Bring to a simmer and then place in the oven for 30 minutes until the 
sauce is thick and reduced.

5. To serve, spread the tortilla or the toasted pitta breads over a large baking 
tray, top with the tomato and bean sauce and scatter with mozzarella.

6. Bake for a further 15 minutes until the cheese is gooey and melted over the 
tortilla and beans.

7. Before serving sprinkle with the sliced chillies (if using) and the reserved 
coriander leaves and serve with a spoonful of soured cream or crème fraiche.

Serves 
Six

Cooking in the kitchen 
with Chef Ripley
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Cook along with Chef Ripley online at our 
website:  www.kidneykitchen.org

Photographs by Beth Druce www.bethdruce.com

Food Facts
Per serving: - Carbohydrate 39g  •  Energy  280Kcal,  •  Fat 10g

Protein: The protein in this exciting dish comes from the beans and mozzarella. 

Minced meats, soya mince or tofu could be added or substituted for the beans to 

increase the protein content further.

Potassium/phosphate: The tortilla chips are a lower-potassium starchy food 

compared to potato chips. The beans will provide most of the potassium in the dish 

but as you are using these instead of a meat option in this dish, the potassium content 

of the final dish is still ok for those on a low-potassium diet. We chose mozzarella as 

a lower-potassium and lower-phosphate cheese compared to cheddar. We have 

suggested serving with soured cream or crème fraiche. Guacamole would go well with 

this dish, but if you are on a low-potassium diet you should avoid guacamole as it is 

high in potassium.

Salt: The tortilla chips could be quite a salty addition to this recipe and ideally 

unsalted tortilla should be chosen. However, a lower-salt alternative could be some 

toasted pitta breads chopped into triangles, ideal for dipping into the beans and 

sauce. Even better, you could try making your own tortilla from corn wraps, cut into 

triangles, brushed with a little olive oil and then baked in the oven. Make sure you drain 

and wash the beans and sweetcorn if they have been tinned in salted water.

Cheaper option: This dish is relatively inexpensive to make as it uses tinned beans 

and sweetcorn, which can be found in most supermarkets or corner shops. 
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If you have one kidney stone, you 
are likely to have another. So careful 
assessment and the right treatment are 
essential to lower your risk.
Kidney or renal stones, known as nephrolithiasis, cause 
severe pain and may ultimately lead to chronic kidney 
disease (CKD). They are also very common: around 
one in every eleven people will develop a kidney stone 
during their lifetime. Doctors are also diagnosing 
kidney stones more frequently, especially in women.

What causes kidney stones?
Kidney stones can develop in one or both kidneys 
and come in a range of shapes and sizes. Some are as 
small as a grain of sand, while a few may grow to the 
size of a golf ball. 

“Stones that develop in your kidney are a bit like 
stalactites and stalagmites: they form over time 
through a build-up of mineral crystals. The most 
common type is made from calcium salts (like 
stalactites and stalagmites); other stones result from 
the breakdown of uric acid found in some foods or, 
more rarely, the build-up of a phosphate mineral 
called struvite following frequent urinary tract 
infections,” explains Dr Shabbir Moochhala. Shabbir 
is Consultant Nephrologist at the Royal Free Hospital, 
London, and runs a specialist renal stone clinic.

Factors that increase the likelihood of kidney stones 
are listed in Table 1. Lifestyle plays a part, especially 
not drinking enough fluid to dilute your urine, but not 
everyone with these risk factors develops a stone. 
Some people are more likely to develop kidney stones 
because of a medical condition, or their genetic 
inheritance.

Table 1: Factors increasing your risk of 
kidney stones
• Not drinking enough fluid to dilute your urine

• Family history of kidney stones

• Previous kidney stone(s)

• Frequent urinary tract infections  

• Some medical conditions affecting the kidney; 
e.g. sarcoidosis or Dent disease

• Conditions that affect how minerals are 
absorbed by the body; e.g. Crohn’s disease and 
after gastric bypass surgery

• Lifestyle: e.g. diet high in protein and sodium, but 
low in calcium; sedentary lifestyle; obesity

• Certain medicines; e.g. antacids, diuretics

“The good news for kidney patients is that you do not 
have a higher risk of kidney stones simply because you 
have problems with your kidneys. Stones after a kidney 
transplant are very rare, but if you do get one, it may 
be due to the anatomy of the transplant, or you might 
already have had an underlying predisposition before 
you had the transplant,” says Shabbir.

How do I know if I have kidney stones?
If a stone stays in the kidney, you are unlikely to have 
any symptoms, and you only find out about the 
stone when you have an X-ray or scan for another 
condition. The exception is if the stone continues to 
grow within the kidney, when it may cause infection 
(pyelonephritis) and eventually damage the kidney.

You usually start to have symptoms when the stone 
moves from the kidney into the ureter, the tube that 

Kidney Clinic  
Saying goodbye to kidney stones
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takes urine from the kidney to the bladder. Symptoms 
include blood in your urine, urinary tract infections, 
and aching in your loin or flank. You may sometimes 
see tiny pieces of stone (gravel) in your urine. 

As the stone moves down your ureter, you may get a 
severe pain called renal or ureteric colic. Many people 
say that it is the worst pain they have ever had, and it is 
often accompanied by nausea and vomiting. The pain 
usually starts along the side of your body in your loin 
and may spread down to your groin or genitals as the 
stone moves along the ureter. 

“If you pass a stone, save 
it to show your doctor”

Shabbir adds: “Kidney stones are rare in a transplanted 
kidney but they are a cause for concern, because 
you will not feel pain as the stone moves down your 
ureter. When we remove a kidney from the donor, we 
take the donor’s ureter along with the kidney’s blood 
vessels (the renal vein and artery). This means that 
the surgeon cuts the nerves to the donor’s ureter. 
The surgeon can sew the kidney’s blood vessels to 
your artery and vein, but cannot connect the ureter’s 
nerves to your body. So transplant recipients with a 
stone are often diagnosed late when they present with 
rising creatinine and signs of infection.”

How are kidney stones treated?
Renal colic is a medical emergency, so you must go 
to A&E. In hospital, the first-choice investigation is an 
urgent (i.e. within 24 hours) computed tomography 
scan of the kidneys, ureters and bladder (CT KUB). 
This type of scan does not use contrast, so you should 
have no worries if you have CKD. 

If you cannot have a CT KUB, the alternative is an 
ultrasound scan, which is also used for monitoring 
kidney stones to avoid repeated doses of CT radiation. 
A magnetic resonance imaging (MRI) scan is an option 
if ultrasound is not possible.  

Pain relief is a priority when you have a kidney stone. 
A non-steroidal anti-inflammatory drug (NSAID) 
is the first-choice treatment, and is often given 
intravenously if you have renal colic.

“A short course of an NSAID is a good choice for pain 
relief if you have normal kidney function, but it is not a 
sensible long-term option if you have CKD. If you cannot 
take an NSAID, the alternative is paracetamol or possibly 
an opioid drug if the pain is very severe,” says Shabbir.

Treatment depends on the site and size of your stone. 
Small stones that are not causing symptoms can be 
managed conservatively with ‘watchful waiting’—i.e. 
drinking lots of water to try to flush out the stone from 
your body. You may also be given alpha-blocker tablets 
to relax the ureter and help the stone to pass by itself.  

“If you pass a stone, save it to show your doctor. 
Analysis of the stone can be the single most important 
piece of information we need to tell you what caused 
your stone and how we can stop it happening again,” 
explains Shabbir.

Conventional open surgery is rarely needed for kidney 
stones. Small stones are treated with extracorporeal 
shock wave lithotripsy (ESWL), which uses X-ray or 
ultrasound to focus shockwaves through your skin to 
break the stone into pieces that are small enough for 
you to pass in the urine.

Ureteroscopy is recommended for larger stones 
or if ESWL is unsuccessful. The surgeon passes a 
ureteroscope (a thin tube ending in a telescope) 
through your urethra and bladder into the ureter, and 
breaks up the stone using a laser. The fragments of 
stone either pass by themselves, or are removed by a 
grasping tool passed through the ureteroscope. 

The final option is a keyhole operation (percutaneous 
nephrolithotomy or PCNL), in which a ‘telescope’ is 
passed through your skin and into the kidney. The 
surgeon then breaks up the stone using laser or 
ultrasound. 

Will I get another kidney stone?
A few people have just one kidney stone in their 
lifetime, but generally if you have had one stone, 
you are  likely to have another. The risk varies, but on 
average one in every two people will have another 
stone within 10 years. 

Recommended lifestyle changes to help reduce the 
risk of another stone are listed in Table 2. These lifestyle 
measures are not a cure, but drinking more water in 
particular should reduce your risk of recurrence. 
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Table 2: General lifestyle advice to 
prevent another kidney stone*

• Drink plenty of water:

Adults (age 16 and above): 2.5-3 litres per day

Children and young people (depending on their 
age): 1-2 litres per day

• Add fresh lemon juice to drinking water

• Avoid carbonated drinks

• Limit salt in your diet: 

Adults (16 and  above): no more than 6 g per day

Children and young people (depending on their 

age): 2-6 g

• Do not limit your calcium intake, but aim for a 
normal intake:

Adults (16 and above): 700-1,200 mg per day

Children and young people (depending on their 
age): 350-1,000 mg per day 

• Aim to maintain a healthy weight

* Based on NICE guideline: Renal and ureteric stones:  
assessment and management. Published 8 January 2019

“However, it does depend on the individual—for 
example, if you are on dialysis there is no point in 
drinking more than your fluid allowance, because the 
water will not reach your kidneys and so will not help 

to prevent stones. And everyone should be carefully 
assessed to find out why they developed the stone in 
the first place”, adds Shabbir.

All children and young people aged under 16 should 
be referred to a specialist nephrologist or urologist. 
Referral arrangements for adults vary, depending on 
where you live. 

Shabbir advises kidney patients who have had a stone 
to ask their nephrologist about referral to a specialist 
kidney stone clinic. He strongly recommends against 
paying for the type of screening offered online.

“The wrong treatment can 
make your stones worse”

“Some companies claim to be able to diagnose the 
cause of your kidney stone if you send them a urine 
sample. In my view, this is not optimal. Urine testing is 
useful, but you cannot interpret the results in isolation 
from the individual patient,” he says.

When people are referred to Shabbir’s specialist 
clinic, he asks about their lifestyle and medical history, 
including medicines. You will also be asked to do a 24-
hour urine collection, and have blood tests to check 
your kidney function and the presence of substances 
that could lead to kidney stones. These results will 
often suggest the cause of your problem, especially if 
you have kept the stone.

Specialist kidney stone clinics accept referrals from all 
over the country, but you may not need to travel to a 
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specialist centre. The basic tests can be done 
at your local kidney clinic, and results will tell the 
specialist whether they need to see you. 

Shabbir says: “Depending on the results of 
your tests, I can advise you on specific lifestyle 
measures and other treatments. This is why it’s 
important for you to be referred appropriately, 
rather than being left to search the internet for 
treatments that claim to prevent kidney stones 
and often cost a great deal of money. 

“The wrong treatment can make your stones 
worse. Potassium citrate, for example, can be 
helpful if you have calcium oxalate stones, but 
can make some types of calcium phosphate 
stone much worse. And taking potassium citrate 
is risky without medical supervision if you are 
on a potassium-restricted diet or are taking 
medicines like ACE inhibitors.” 

Working together
Recent National Institute of Health and Care 
Excellence (NICE) guidelines on managing 
kidney stones highlighted the pressing need 
for more research to test medical and surgical 
treatments, and measures to prevent recurrence 
of kidney stones. Clinical trials are now under way 
and, according to Shabbir, they highlight another 
important reason for referral to a specialist. 

“If you are suitable for one of the treatments that 
is being tested, a specialist centre can arrange 
for you to be invited to enter the appropriate 
clinical trial. Information from these trials will 
give us important evidence about the impact 
of kidney stones on people’s lives. As always, 
money is tight in the NHS, so patients and 
professionals must work in partnership to make 
the case that kidney stones are an important 
problem that deserves more investment in 
prevention and treatment,” he concludes.

NHS information about kidney stones: /www.nhs.uk/conditions/kidney-stones/ 

NICE guidance on kidney stones: https://bit.ly/32irFkA

Information about surgery for kidney stones from the British Association for Urological 
Surgeons: www.baus.org.uk/patients/conditions/6/kidney_stones/ 
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Introducing 
Beat Kidney 
Stones
Beat Kidney Stones was established in December 
2016. The charity’s aim is to support individuals with 
kidney stones and to fund research into the condition. 
Peter Sanders is one of the founders of Beat Kidney 
Stones. Now Volunteer CEO, Peter was inspired by the 
experience of his wife Margaret. 

He explains: “Margaret had 47 stones over 29 years. 
Her first stone was 7.5mm long and about 3.5mm in 
diameter, and was cratered with sharp points. Every 
kidney stone meant excruciating pain, potential 
bladder and kidney infections, and possible kidney 
damage and failure. 

“The final indignity was that Margaret was diagnosed 
with terminal cancer, and during her last seven weeks 
of life she had to pass a kidney stone. Not even in her 
last few weeks was she spared the additional pain of 
passing a kidney stone.”

According to Peter, Margaret’s pain when passing a 
stone was so severe that she lost consciousness on 
several occasions. “She once passed out in the garden, 
after simply stretching to reach clothes on the washing 
line. Margaret’s experience is not unique, and sufferers 
tell us that their work colleagues or their employer do 
not understand what they are going through,” he says.  

Beat Kidney Stones was a stakeholder in the NICE 
guidelines on kidney stones, which were published in 
January 2019. Peter reports that the guidelines have 
been widely welcomed by people with kidney stones. 

“Sufferers welcome the NICE guidelines because 
of their recommendations for more research into 
their condition. The guidelines will also standardise 
treatment. In particular, this will benefit people who 
do not live near to a hospital with a specialist kidney 
stone clinic. Until now, their treatment has been what’s 
available locally, rather than what should be available,” 
he concludes.

If you would like to know more about Beat Kidney 
Stones, visit www.beatkidneystones.co.uk

Article by Sue Lyon:  
Freelance Medical Writer & 
Editor, London
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I’ve had a similar black dog for many years and have managed at times to 
keep him under control, but on other occasions he slips his lead and plays 
havoc. At those times, the song ‘Rainy days and Mondays always get me 
down’ comes to mind and reminds me of earlier times when it was just a song 
and things didn’t get me down. It’s strange to think now that when I am on 
dialysis it is the sunny days that get me down the most because like the black 
dog I am also tethered, however in my case to a machine that keeps me alive! 

Dialysis week after week is relentless, add to that tiredness, that seems to 
jump out at any moment shouting ‘energy levels now at critically low level’, 
leaving me adrift with no energy to fight back. The ticking clock on the wall on 
dialysis days seems to run very slow, I try to fall asleep to help time pass but 
for some reason even this is difficult. My black dog fights and seems to want 
to chase my thoughts around my head like so many fluffy sheep. My left arm, 
the one with the fistula may be static but my mind is mulling random stuff over 
and over. Some dialysis patients have restless legs, I have a restless brain. 

I have tried distraction but I can only throw the ball for my black dog so 
many times, he looks at me as if I am mad, so I switch my iPad on and 
try to immerse myself in some random YouTube video. I have watched 
opal polishing, gold digging, fish farming and lots of music videos. I enjoy 
watching medical programmes, I suspect because the people I am watching 
are far worse off than me, which makes things appear better for a while. 
My mobile phone is also a great asset but every time it rings I think it might 
be the Transplant Team telling me they have one for me. Sadly, most times 
its someone explaining that my Windows computer is broken and needs 
urgent attention even though I have a Mac!! It reinforces the emotional roller 
coaster that is renal failure and reminds me of my childhood when people 
were described as ‘living on their nerves’. I now know what they mean. 

A refreshing break
I am grateful for the two cups of tea, one at 2.00 pm and one at 4.00 pm that 
help mark the progress of time, and sandwiches made in the hospital. Both 
myself and the dog enjoy these, and I nearly forgot the biscuits. For some 
reason, the food and drink tastes better whilst tethered, maybe I grab every 
molecule of flavour and savour each bite or gulp. I have found that dialysis 
seems to have stolen much of my sense of taste and smell, don’t know why. 

The staff are always patient with my black dog and allow him to pace around 
the room, while I try to ignore him for a while. He, like me, cannot go ‘walkies’ 
and so both of us seem to have developed special bodily function control. 
The machine is removing fluids so weeing is not such an issue, but after eating I 
am occupied for a while working out what my tummy is trying to tell me. 

Who will walk my 
black dog when I’m on 
dialysis? 
The term ‘black dog’ was first used to describe feelings 
of melancholy by Dr Samuel Johnson, the creator of a 
Dictionary of the English language, who suffered from 
clinical depression. Johnson called his melancholia 
‘the black dog’ in conversations and correspondence 
with his friends. 
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It’s not something I have had to do often in the two and a 
half years  of dialysis. In fact I think the count stands at 
two disconnects so I could do a loo dash with pipes taped 
securely to my wrist. The memory of the relief is still vivid, my 
black dog growls with satisfaction. 

I am not alone in this, my colleagues who dialyse in the 
afternoons of Monday, Wednesday and Friday I am sure 
go through their own stuff, well I know they do because we 
share. Of course what happens on dialysis stays on dialysis. 

Reaching out
I have already mentioned how the staff seem to instinctively 
accept my black dog, they are kind and caring and do all they 
can to be there for us. I could do with a black dog trainer, I 
have actually reached out to the Mental Health part of the 
NHS and they are providing me with cognitive behavioural 
therapy support and mindfulness. I have only just started 
and I am procrastinating by writing this article, but I think 
some bits may help in becoming less bothered by the dog, 
and one day maybe he can stay at home. 

I have to finish, my transport will be arriving in a moment to take 
me for the first of this week’s sessions, for those on dialysis I 
send a knowing nod and my best wishes. For those of you with 
loved ones going through this, thank you for your understanding, 
tolerance and strength, all of which is much needed. 

Article by Keith Bucknall 

31

“I could do with a black dog trainer, I have 
actually reached out to the Mental Health part of 
the NHS and they are providing me with cognitive 

behavioural therapy support and mindfulness.” 



During Organ Donation week, NHS Blood and 
Transplant organised a walk across London to promote 
and raise awareness of organ donation. Approximately 
250 organ recipients, donor families, specialist nurses 
and clinical staff from hospitals, came together to 
celebrate organ donation, remember loved ones and 
raise vital awareness for those still waiting.

Collectively, the walkers covered 1,295 miles 
representing the 1,295 people in London currently on 
the transplant waiting list.

The law is changing on organ 
donation
Events were held all over the UK to celebrate National Organ Donation week  
(2 - 8 September).

Organ Donation Week was supported in Ninewells 
Hospital, Dundee with a stand in the main concourse 
all week, allowing people to sign up to the National 
Organ Donor register and talk about what signing up 
would mean for them and their family.  A thoroughly 
successful week with many signatures received and 
information taken away.

From left to right: Pauline Ireland, committee 
support officer, Dr Pauline Austin, consultant in 
anaesthesia and intensive care medicine, Sid Grant, 
Revival chairman, Lynne Cunningham, Kidney Care 
UK advocacy officer, Lynne Malley, specialist nurse 
- organ donation, Dawn McKay, specialist nurse - 
organ donation and Sharon Muirhead, tissue donor 
coordinator.

Harrogate District Hospital celebrated Organ Donation 
week with their own stand positioned just inside the 
hospital main entrance, where members of the Organ 
and Tissue Donation committee chatted to people 
visiting the hospital about the importance of talking 
about organ donation with their friends and family. 

Mark Smith, Sarah Marsh and Chris Thompson 
and members of the ITU team involved with organ 
donation. 
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Get involved!

Our 2019 Christmas  Collection is on sale now
To see the full collection and make an order online, visit: www.kidneycareuk.org/christmas
or call 01227 811662  ( 8.30am-5pm Mon-Fri)

You can also request a paper brochure by calling  01420 594 943 or email:  
fundraising@kidneycareuk.org

The Kidney Kitchen (www.kidneykitchen.org) was 
created by Kidney Care UK to help kidney patients 
enjoy healthy food and introduce a bit of colour and 
excitement back into their meals. It has rapidly become 
the kidney-patient online food destination; full of 
useful information, great recipes and video cooking 
demonstrations to help you and your family enjoy fun, 
healthy meals which also happen to be kidney-friendly. “Food is one of life’s simple 

pleasures  and nobody should be 
excluded from this party”
The Kidney Kitchen calendar showcases twelve 
seasonal recipes cooked up by Chef Ripley in the 
Kidney Kitchen, as part of a handy monthly calendar. 
Even if you have only the most basic cooking skills 
each recipe provides step-by-step instructions, ‘Food 
Facts’, and suggests some handy tips on how to make 
each recipe work for you and your family.  

It makes a brilliant and useful Christmas gift and is 
available as part of our 2019 Christmas Collection.

New for  2019 - our Kidney Kitchen 
2020 Calendar

kidneycareuk.org
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          Get in touch
w: www.kidneycareuk.org/get-involved
t: 01420 594 943
e: fundraising@kidneycareuk.org

   

A big thank you to
Paul Moore and team for raising more than £4,500 by 
organising the fantastic Rocky’s Road Car and Music Festival

To everyone who has made a donation or holds a 
collection in memory of a loved one

To the 85 Kidney Warriors who took on a challenge event 
(or more) in the last couple of months, including teams 
at RideLondon, Great North Run, Royal Parks Half 
Marathon and our One-Day Skydive

Dominic Borel for hosting a Sardinian Menu at his 
restaurant and raising £1,800

For the continued support from the Sir Matthew 
Goodwin’s Charitable Trust; Eulalie Buckmaster 
Charitable Trust, Sir Edward Lewis Foundation, 
Margaret Foundation 

Rebecca Warren and the team from Kettering Dialysis 
Unit for completing the Kinder Scout Walk and raising £2,668

Paul and Kimberley Jefferies who raised £2,256 cycling 
from Land’s End to John O’Groats 

Sharen Dyal and her family and friends who raised more 
than £11,000 at the Thames Path Challenge in memory of 
Sharen’s father.

06

Looking ahead 
Join our team of Kidney Warriors taking 
on a challenge in support of Kidney 
Care UK. You can choose to join our 
teams at any of the events listed below, 
or select your own challenge. Every 
Kidney Warrior will get our full support, 
but most importantly you’ll know that 
your efforts are helping ensure no one 
faces kidney disease alone. 

Join us at  

Bath Half Marathon
15 March

Edinburgh Marathon Festival 
23/24 May, 5k, 10k, half and full 
marathon  

Great Manchester Run  
24 May, 10k and half marathon 

Cornish Coastal Challenge,  
29-31 May, 3-day, 24 mile trek 

Big Fun Run series  
Jun - Oct, 5k, various locations

London to Paris Cycle  
3-7 Jun, 4 day, 330 mile cycle

Ultra-Challenge series  
Jun - Oct, 25, 50 or 100k, Trek or 
run, various locations 

RideLondon 100 -  
16 Aug,  46 or 100 miles cycle

Skydive  
Mar - Nov, various locations 

Visit: 
www.kidneycareuk.org/events 
or get in touch to find out more 
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John and I travelled the length and breadth of the UK in 
Pedro from the moment we bought him.  Then, when 
John’s kidney transplant failed in 2015 we resolved 
that Pedro would become our weekend retreat. John 
dialyses at home every other day. We keep all the 
basics permanently in the van, so after his Friday 
session he packs up the mountain of medication he 
takes, I put in some food and we set off somewhere 
for the weekend, returning Sunday evening in time for 
John to dialyse on Monday morning. Sometimes we 
meet up with friends in their motorhomes too.

On the occasions we have wanted to spend longer 
away from home we ask Freedom Travel to find us 
a couple of dialysis sessions somewhere, anywhere 
and decide that is where we will go. We have travelled 
to three weddings – two niece’s in West Sussex using 
Brighton hospital to dialyse and the other one was our 
son’s in the Lake District. And we have also managed 
to attend a family funeral; trips we could not have 
made without Pedro.

Giving us the freedom to travel
We have travelled on the Grand Union Canal on a 
friend’s canal boat, trekked up to Edinburgh, enjoyed 
the beaches of Norfolk and, more recently, thoroughly 
enjoyed a two-week holiday in Northern Ireland where 
John dialysed and was looked after wonderfully well, 
in Londonderry. All John’s dialysis in Northern Ireland 
was organised by Freedom Travel and everyone at the 
unit there was so welcoming and kind. 

We enjoyed the recent ‘Game of Thrones’ series on TV 
and so we managed to do the ‘Game of Thrones’ tour 
whilst there and visit the exhibition in Belfast. It was 
an amazing experience, we even flew on a dragon! We 
have to recommend the Wild Atlantic Way too. Luckily 
Pedro, being small, negotiated the wiggly roads very 
well and we had all our medications and facilities with 
us all the time.

If we are planning to travel anywhere in Pedro for 
longer than a weekend we always make sure we have 

Three weddings and a funeral
We bought our motorhome back in 2012 with a small legacy left to us by John’s 
brother, Peter, who lived in Spain. He was fondly known as Pedro and so it seemed 
fitting that, in his memory we should call the van Pedro too.
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sponsored by

secured John’s dialysis before we make any other 
plans. We try to be as flexible as possible on dates 
and that seems to help. Then we have to get all his 
blood tests and swabs done down in Chorley, which 
does mean a two-hour return journey to Chorley every 
other day for a week as these tests need to be done 
over the course of one week. That can be tiresome, 

but we do know there’s a holiday at the end of it. Then 
we book ferry crossings and camp sites.

Pedro is fully insulated and really snug, even during the 
bitter winter months. It is just so handy for us as all of 
John’s medication is stored safely and within easy reach 
and as long as we can find a parking slot big enough for a 
Range Rover, we know we have somewhere to sleep for 
the night. Our Blue Badge helps too as Pedro will usually 
fit into the reserved spaces.

We love our trips in our motorhome. It is so important 
to find ways of bringing adventure into your life if you 
have to dialyse. I think John and I manage that very 
well….with a little help from Pedro. 

Article by Gillian Slater
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We felt extremely privileged to attend Mount Cook 
activity weekend in Derbyshire and share time and 
experiences with the lovely young adult kidney 
patients (aged 18 to 30).  We would like to acknowledge 
the hard work of the peer workers who essentially 
arranged and led the weekend.  These are previous 
attendees who having reached the ‘cut-off’ age and 
now support the event as volunteers.  Also, praise for 
the incredible renal staff who commit to this project, 
many of them on a regular basis.

It was so rewarding to see how worthwhile this event 
truly is.  The comradeship, support, growth and zest 
for life that is shared at the event is hard to capture in 
words.  We witnessed how valuable it can be to have 
an opportunity for young adults to network and share 
understanding with others who ‘get their journey.’

On our return to the office we were asked, ‘did you 
enjoy yourself … did you have a good time?’  Hmmm … 
yes it was enjoyable but much more importantly it was 
humbling, amazing and definitely worthwhile!  

The weekend made us just stop and contemplate the 
obstacles and uncertainties these young adults face 
in their lives that many of us take for granted.  We were 

approached by a number of attendees who wanted to 
express how grateful they were for the help they have 
received from Kidney Care UK and the changes this 
had made to their lives, which is made possible by our 
generous supporters.  Suffice it to say that we came 
away with much to think about but top of our list is 
‘long may it continue.’

Action, interaction and life-long 
friendships at the Mount Cook 
young adults’ activity weekend  
Every year Kidney Care UK supports an activity weekend away for young adult kidney 
patients. At these events, young adults get to take part in outdoors challenges, art 
and music group events, workshops and have the opportunity to talk to professionals 
about any issues they may have. They also enjoy themselves, often until the wee small 
hours, having fun and making friendships that last for years.

Article by Jackie Pilcher  
Kidney Care UK, Renal 
Councellor
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Our Counselling service is 
here for you

We know life with chronic kidney disease can 
sometimes test our resolve to the absolute limit. It’s 
not always easy to discuss our deepest concerns with 
family or friends. We have qualified counsellors with 
many years’ experience helping people with chronic 
conditions find ways to understand what is happening 
and then find ways to help them cope. If you feel it 
might help you to talk to one of our counsellors, please 
call us at 01420 541424 or email info@kidneycareuk.
org to make an appointment. All consultations are 
completely confidential.  

Helen Johnson wrote to us recently to thank our 
counsellor Jackie for the help she had received.

Helen’s Story
Good Afternoon

I have recently had several counselling sessions 
with Jackie. I can truly say it changed my life. I am 
no longer frightened of the future and I have a 
better understanding of CKD. I was frightened to ask 
questions as I was fearful of the answers and I felt I 
was better not knowing. 

I am not sure how, but Jackie managed to cover lots of 
areas, some to do with my past. She was always gentle 
and reassuring every step of the way.  Her advice always 
made such sense, it allowed me to take small steps and 
learn how to handle difficult times when I was struggling. 

I believe I benefited from all her guidance and never 
felt she was telling me what to do. I had several 
‘lightbulb’ moments when she would ask a question 
and the answer often ended with me ‘totally getting 
the whole situation’.  Jackie reassured me that I could 
contact Kidney Care UK and ask for any future advice 
I may need. 

I will be forever grateful to Jackie and feel I have 
managed to change my whole outlook. I am less afraid 
and more confident. 

Thank you.

Helen

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

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

There are four ways to order your own 
copy of Kidney Matters.

1. Detach, complete and send back the tear-off 
strip attached to this page.

2. Phone us on 01420 541424.

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

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

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, Alton, GU34 1EF. 

If you are a UK dialysis, transplant or renal unit, 
you can order either 30 or 100 copies of Kidney 
Matters magazines for patients and we will pay 
the postage.  To order for your unit please phone 
or email us with address, contact details and 
quantity required. 

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
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