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Welcome to 
Kidney Matters

Welcome to the first edition of Kidney Matters for 
2022, and best wishes for the New Year from all of 
us at Kidney Care UK. I do hope 2022 brings good 
news for you and your family, and indeed the whole 
community, after the tough couple of years we have 
all been through. 

At Kidney Care UK, 2022 will see us continue to push 
for more support for patients and to ensure you 
have a strong voice in policy making and the service 
improvements that we all hope to see as part of 
the Renal Services Transformations Plan. We will of 
course continue to be there for you every day with 
financial, practical and emotional support for you 
and your families. 

Finally, a huge thank you to everyone who took the 
time to write to us saying how important Kidney 
Matters was in keeping you connected to the 
wider kidney community during the isolation of 
the last year. I know that Deborah and the team 
are absolutely determined to ensure that Kidney 
Matters continues to inform, educate, and entertain 
in 2022. 

We hope you enjoy the latest edition.

Paul Bristow, 
Chief Executive, Kidney Care UK

Welcome to the spring 2022 issue of Kidney Matters.

With the second anniversary of this pandemic fast 
approaching, life before Covid-19 seems a distant 
memory. However, the one thing we should never 
forget is how strong and resilient we really are.

As patients, we often forget how important it is to 
look after our wellbeing or that of our loved ones. 
With this in mind, we know you will love reading 
the article Partners in care: who’s supporting the 
supporters? followed by our feature interview with a 
carer, which focuses on tackling mental health in a 
society that still expects men to always be strong.  

Many of us hope that this year it is safe enough to get 
away for that much-needed break. And whilst we may 
be afraid to take the plunge across the globe, there are 
many places at our doorstep waiting to be enjoyed. 
We bring to you the Lakeland Dialysis clinic in the Lake 
District, which we know will be hard to turn down.  

And speaking about things that are hard to turn 
down, why not try our kidney-friendly pear and 
blackberry crumble, a mouth-watering dessert for a 
Valentine’s Day treat? 

Speaking of delicious food, it’s time to brush up on 
your cooking skills as we are delighted to launch the 
much-awaited Kidney Kitchen recipe book. Keeping 
patients at the heart of everything we do, we have 
created over 100 easy-to-follow, scrumptious 
recipes that show what you can eat, not what you 
can’t – get yours now! 

Enjoy the read! 

Deborah Duval
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“There is a need to review 

the organ transplantation 

infrastructure, to explore 

how the resources already 

available can be best 

utilised and to meet the 

needs of patients“   

From the front lineFrom the front line  
Improving organ donation – a new 
initiative from the NHS 

4

Over the past few years, organ donation rates have 
improved while waiting list times have reduced. 
However, many people with kidney disease still 
have to go on to a waiting list for several years for 
that precious kidney, and that list has grown longer 
because of the Covid-19 pandemic.  

So, we welcome the new initiative that has been 
introduced at the request of the Secretary of State for 
Health and Social Care. It’s called the Organ Utilisation 
Group (OUG), and its job is to identify and recommend 
how the barriers to organ transplantation can be 
overcome, so that no opportunity for a successful 
transplant operation is missed. Its recommendations 
will be informed and powered by members of our 
patient and clinical communities and taken to all four 
Health Ministers in the UK.  

Kidney Care UK is pleased both to support this initiative 
and to co-chair the Stakeholder Forum, which brings 
together stakeholder organisations and provides a way 
of sharing information and updates on progress. The 
Stakeholder Forum has two co-chairs, to represent 
the transplant service and patients. As a patient 
representative, I am working alongside Professor 
Deirdre Kelly CBE, an inspirational children’s liver 
specialist. There are lots of groups who will have insight 
and ideas that will inform the work of the OUG, and 
these will be brought out through meetings, workshops 
and hospital visits. The OUG is chaired by Professor 
Steve Powis, National Medical Director of NHS England.  

What is ‘organ utilisation’?  
This is defined by NHS Blood and Transplant (NHSBT) 
as “the action of making practical and effective use of 
organs from identified potential deceased donors”. 

Who is running this programme?  
NHSBT and NHS England, who are acting and working 
on behalf of and with the Scottish, Welsh and Northern 
Ireland health departments.  

A joint statement by NHSBT and NHS England 
describes the background to this initiative: 

“There have been significant improvements in organ 
donation rates over the last 10 years, with the number 
of organ donors increasing by 56%. The introduction 
of opt-out legislation in England in May 2020 is already 
delivering further improvements in the consent rate and 
is expected to lead to a further increase in donors. 

“Although there have also been improvements in the 
transplant rate, this has not kept pace with donation. 
Increasing age and co-morbidity of both donors and 
patients makes successful organ utilisation challenging. 

“The Covid-19 pandemic has also impacted on the waiting 
list. Whilst the first wave saw fast-tracked improvements 
to the transplantation service, the reduction in donors 
and temporary closure of units has led to a five-year high 
of people on the transplant waiting list. 

www.kidneycareuk.org
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For more information about 
transplantation and the OUG go to  
www.kidneycareuk.org/
transplantation 
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“National audits show that there are inequalities 
and variation between units, which affect access 
to treatment and patient outcomes. These include 
local limitations on resources and access to novel 
technologies to support organ transplantation and 
increase utilisation, which varies between units. 
Combined, these lead to inequities in access to 
transplantation from geographic, socio-economic and 
ethnicity perspectives.  

“There is a need to review the organ transplantation 
infrastructure, to explore how the resources already 
available can be best utilised and to meet the needs of 
patients.” 

Tell us your views on what could be done to 
improve organ donation, and the barriers to 
making this happen from your viewpoint or in 
your experience by writing to us or emailing us at 
policy@kidneycareuk.org  

Kidney Matters will keep you updated on this 
programme as it develops.

Article by Fiona Loud  
Policy Director, Kidney Care UK

http://www.kidneycareuk.org/transplantation
http://www.kidneycareuk.org/transplantation
mailto:policy@kidneycareuk.org


A Kidney Matters interview with  Mr Michael Stephens, Consultant Transplant and Dialysis Access surgeon,  
Cardiff Transplant Unit

“ We can still use that organ We can still use that organ 
in the safe knowledge that in the safe knowledge that 
our kidney patient will have our kidney patient will have 
the same chance of a good, the same chance of a good, 
long-lasting graft, albeit long-lasting graft, albeit 
after a period of dialysis after a period of dialysis 
post-transplantpost-transplant““
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Delayed graft function (DGF) is the 
medical term for something you may 
have heard referred to as ‘a sleepy 
kidney’ immediately post-transplant. 
Experiencing DGF at a time when you are 
also trying to recover from transplant 
surgery can be a worrying time.  
Up to half of all kidneys donated by deceased donors 
will not function to full capacity immediately after 
they are transplanted. There is a good chance that if 
you are lucky enough to be offered a transplant from 
a deceased donor, you may find yourself requiring 
dialysis in the time immediately post-transplant. It 
might not feel like an attractive proposition given you 
have just been through major surgery. But a short 
delay might be considered a small price to pay for a 
successful kidney transplant.  

Kidneys donated by deceased donors 
Here in the Cardiff unit, when we accept an offer of 
a kidney from a deceased donor, we do take time to 
explain to the potential recipient that the kidney we 
are about to transplant is likely to take a while to start 
to work effectively. This will mean that dialysis might 
be necessary for a few days or weeks immediately 
post-transplant until the kidney is able to function 
by itself.  This delay in kidney function is much more 
common when the transplanted kidney has come from 
a deceased donor, than from a living donor.  

There are many reasons for this delay in 
function:  

• A kidney donated after death (either donated 
after brain death - DBD - or donated after 
circulatory death – DCD) is likely to have 
come from another hospital in the UK and 
can take several hours before it arrives at the 
transplanting unit. This means the kidney needs 
to be cooled down (cold ischaemic time - or CIT) 
and then transported.  

• Receiving a DCD kidney will involve even more 
delay because additional time is needed 
between the donor’s heart stopping and the 
time the team can start to flush the kidney and 
cool it down ready for it to be transported. This 
time is in addition to the time the kidney spends 
packed up and in transit between the donating 
and the transplanting units.

• When the kidney eventually arrives at the 
transplanting unit, tissue and blood compatibility 
tests may need to be carried out on the kidney. 
This time, added to the transporting time, 
means it is usually 8-16 hours after the organ 
has been removed from the donor before it is 
transplanted into the recipient.

• Operating theatres are in high demand, all of 
the time.  There may be a delay in accessing 
an operating theatre in order to carry out the 
transplant. 

All of this means that the donated kidney is 
traumatised by the time we get around to transplanting 
it and so is more likely to be affected by DGF. A 
way I like to explain this to patients is: if we think of 
a hedgehog under threat, it curls up into a ball to 
protect itself from the harm it believes is about to 
happen. In a similar way, a donated kidney arrives to be 
transplanted in an unavoidably traumatised state and 
so attempts to protect itself until settles into its new 
environment. It does this by ‘going to sleep’ for a short 
period of time before slowly starting to ‘wake up’ or 
‘open up’.

Understanding delayed graft 
function (or a sleepy kidney, 
post-transplant)     

   FEATURE ARTIC
LE
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“This delay in kidney This delay in kidney 
function is much more function is much more 
common when the  common when the  
transplanted kidney  transplanted kidney  
has come from a has come from a 
deceased donordeceased donor“

Download our patient information 
on booklet and go to ‘Frequently 
asked questions about kidney 
transplantation’ for further 
information. Go to 

www.kidneycareuk.org/booklets  
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Members of the Guy’s 
transplant team in the 
operating theatre

Your medical team will not be alarmed if your 
newly transplanted deceased-donor kidney does 
not function to full capacity immediately. But it 
is inevitable that patients, who have had a lot of 
information to absorb in those highly charged hours 
immediately prior to their transplant, may not have 
fully absorbed this fact and so feel anxious when this 
happens to them.  

Treating DGF 
At the moment there are no drug therapies available 
to specifically treat DGF. For those patients with 
DGF, they may well need to dialyse for a while post-
transplant. We try to optimise our patient’s blood 
pressure and salt levels at this time to give the kidney 
the best possible chance of a swift recovery. For 
around 99% of patients with DGF, it is a case of just 
waiting for the kidney to start to work effectively 
before we can send them home. This is usually only a 
few days but can sometimes take a few weeks. Very 
few patients with DGF lose their transplant completely 
and return to dialysis. 

At least we do have dialysis as a back-up. Liver and lung 
or heart-transplant recipients don’t have this option 
if their graft doesn’t start to function immediately. 
The option of dialysis to treat DGF helps us in other 
ways too.  It means that transplant teams can push 
the boundaries and transplant more kidneys. Even 
if we are pretty sure that a deceased-donor kidney 
will be a slow starter, we can still use that organ in 
the safe knowledge that our kidney patient will have 
the same chance of a good, long-lasting graft, albeit 
after a period of dialysis post-transplant, as any other 
deceased-donor kidney recipient. 

Reducing the incidence of DGF 
We would prefer all kidney transplants to work 
immediately. It’s easier on the patient, recovery is 
much swifter, and it’s easier for us to monitor that 
patient during those weeks post-transplant. So, until 
we have a safe drug to treat or protect patients from 
DGF altogether, we need to keep trying to: 

• Shorten the cold ischaemic time  

• Maximise the health of the recipient immediately 
post-transplant 

• Use younger donor organs where possible 

The benefits of receiving a kidney from a 
living donor 
DGF is far less common if the kidney has been 
donated by a living donor: a friend, relative or altruistic 
donor. This is because the kidney is more likely to have 
been removed from its donor in the same hospital, 
resulting in far shorter cold ischaemic time—usually 
only two-three hours  before it is transplanted—and is 
from a person who will have been through a rigorous 
work-up over several months to ensure that both the 
donor and kidney are in good health.  

Whilst this work-up is carried out primarily for the 
benefit of the donor, the recipient will also benefit as 
we know that we are transplanting a very healthy and 
compatible kidney with live donor and transplant dates 
in the operating theatres. Fewer than 10% of transplant 
patients who receive their kidney from a living donor 
will experience DGF. This also means we do tend to see 
a quicker recovery time in these patients.

The Cardiff transplant team. From left to right: Dr Sarah 
Browne, Dr Jonathan Gamble, Mr Michael Stevens, Mr Awad 
Alawad, Dr Verrity Brooker 
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Bump-starting Spud: 
my sleepy kidney    
When we get the call telling us to come into hospital because a kidney has been donated 
and it’s a potential match, emotions are mixed. We think of the tragedy and heartache for 
another family implicit in that news. But we are also full of anticipation of the life we are 
going to get back with a functioning transplant, and that life on dialysis is now behind us. It’s 
not always that simple, whether because of delayed graft function or rejection.  

As my husband left for work at 5.00am on 1st October 
2021, I continued to lie in bed planning the day ahead. I 
needed to get the kids up, do the school run and pack 
my bag for a post-dialysis trip away with some friends. 
I realised that I had forgotten to call the hospital to 
arrange for my name to be temporarily suspended 
from the transplant list for the period we were away. I 
thought to myself, “I must call after the school run...” 

The phone rang at 5.40am. “This is the transplant 
team at Cardiff University Hospital. We have a kidney 
for you.” I am sure I swore. I was in shock. I’d been on 
the list for exactly two years to the day. It dawned on 
me that I might easily have suspended myself the day 
before the call. The transplant coordinator tried to 
prepare me for the fact that the transplant might not 
go ahead, but told me to pack a bag and get to the unit 
for pre-transplant tests. 

I arrived at the hospital and was immediately put on 
dialysis and had bloods taken for testing. The kidney 
was on its way, it was a great match but it may have 
hepatitis C. Weighing up the pros and cons of this 
offer did not take me long—I was happy to go ahead.  
At 7.00pm they asked me to get gowned up and I was 
wheeled into theatre.  

Wired for sound, post-transplant 
I woke up on Saturday morning feeling surprisingly 
well. I was wired for sound: a drain, a catheter, 
a neckline and all sorts of monitors. But I was 
comfortable as long as I didn’t move too much. I spent 
the whole next day resting and sleeping. I had two 
infections, so needed intravenous (IV) antibiotics, 
but over the next few days tubes were removed, and I 
started moving out of bed and the kidney, ‘Spud’, and I 
seemed to be getting on fine.  

I had gained 9kg in fluid weight. But as I walked around 
more, my levels evened out and my creatinine dropped 
to 140. So, one week after my transplant they were 
happy to let Spud and me go home. Post-transplant 
clinic appointments were booked and off I went.  

Everything seemed fine at the transplant clinic on 
Monday, but that night I was shaking with a fever. 
My husband looked after me, but when I woke up at 

8.00am I was still shaking and had a high temperature. 
I panicked.  Everything they had told me on my 
discharge from the ward went out of my head.  I 
grabbed my phone and rang the transplant unit. The 
transplant nurse told me to go to my local Accident 
and Emergency (A&E) unit and explain everything to 
them. After nine hours waiting in A&E, it was decided 
that I should be transferred back to the transplant 
ward in Cardiff.  

By this time my fever had gone, I felt fine and was sorry 
for all the fuss.  But they wanted to admit me. They ran 
tests to see if they could identify an infection or check 
whether I was experiencing a hepatitis C issue, as my 
blood results showed that I was now positive.  

Returning to hospital 
In hospital once again, the fever and shakes returned 
and the following day the surgeons told me my 
creatinine was elevated to 440 and that I might be 
experiencing a period of acute kidney injury (AKI) or 
rejection.  I would need a biopsy. 

I was devastated. They explained this wasn’t the end 
and that there were treatments to try, the first being an 
intensive course of IV steroids.  If that didn’t work, they 
would get a neckline fitted and I would have a course 
of a strong anti-rejection drug call anti-thymocyte 
globulin (ATG) or, possibly, a plasma exchange. This 
made me feel a little better. It meant we weren’t giving 
up on Spud without a fight!  

I didn’t feel a thing during the biopsy, the results of 
which revealed that I was in severe rejection. I was 
immediately started on an IV course of steroids. I was 
still really worried; my emotions were everywhere.  

“ After three rollercoaster weeks in After three rollercoaster weeks in 
hospital, my creatinine had gone hospital, my creatinine had gone 
down to 126 and I was told I could down to 126 and I was told I could 
go homego home““  

   FEATURE ARTIC
LE  ° PART 2

By Bow Harrison 
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Finding Facebook support  
I shared my fears with the Kidney Care UK 
Facebook community. The group is a great help 
as there are thousands of members, all in a similar 
position to mine, with a wealth of knowledge 
and life experiences. Almost immediately, I had 
responses from people who had been through 
post-transplant graft rejection themselves and 
had come out the other side after treatment. This 
was exactly what I needed to hear, and it really 
helped get me through.  

After the IV steroids, my creatinine started to 
level out, but they kept me on my oral (tablet) 
steroids and increased my anti-rejection and 
immunosuppression medication.  

The steroids caused my face and cheeks to swell 
out and gave me a ‘moon face’.  I hardly recognise 
myself, but consider it a small price to pay if it 
saves Spud. My creatinine levels dropped too, so 
the treatment is working.  Early days but things 
started to look good!  

On Thursday 21st October, after three 
rollercoaster weeks in hospital, my creatinine had 
gone down to 126 and I was told I could go home.  

Since then, I’ve had my stent removed. Another 
thank you to the Kidney Care Facebook members 
– and information on the Kidney Care UK website 
- for giving me the heads-up about the procedure 
as I didn’t think it came out that way! Things are, at 
last, going in the right direction. 

Home at last – with a functioning kidney 
I have good and bad days and I rattle with all the 
pills I need to take, but it’s all part of the journey. 
I’m still Mrs Moonface, so I’ve asked if I may reduce 
my steroids slowly over the next couple of months, 
and as long as I continue to improve, they have 
said I can.  

I’m slowly getting back to myself. I was very active 
before, so I’m looking forward to getting my energy 
levels back up and starting to have fun with my 
children, going swimming and climbing mountains 
again.  But I need to remind myself to take ‘baby 
steps’ for a solid recovery, and not to try and do 
everything at once. 

I am forever grateful to my donor, the fantastic 
team at Ward T5 and the Transplant Unit at Cardiff 
University Hospital.

Go to www.kidneycareuk.org/ 
booklets and download our   
patient information booklet  
‘Receiving a kidney’ for further 
 more information about what to expect.  
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“It’s important for care-partners  It’s important for care-partners  
to get the support they needto get the support they need“  

If you would like to find out more about this study and consider 
taking part, please do any of the following: 

• Go to: https://exetercles.eu.qualtrics.com/jfe/form/
SV_725d9rMSoarmOr4  

• Scan the QR code, or, 

• E-mail c.coumoundouros@exeter.ac.uk 

This project is supported by the European Union’s Horizon 
2020 research and innovation programme under the 
Marie Sklodowska-Curie grant agreement No 814072.
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Partners in care: who’s  
supporting the supporters     
Living with a kidney condition and the lifestyle changes that come with it can have a huge 
impact, not only on the person living with the condition, but also on their family members 
and friends - their care-partners. Many care-partners experience emotional difficulties, 
but don’t always get the support they need.  

Care-partners play a big role in supporting people 
with kidney conditions: for example, by providing help 
around the house; listening to the person they care 
for when they are feeling low, worried or stressed; 
communicating with the medical care team; and 
helping with medical care tasks (such as helping with 
home dialysis). The presence and availability of a care-
partner may even be advisable for some people with 
kidney conditions to access certain treatments, such 
as home dialysis or receiving a transplant.  

Many care-partners fall into this role because “it’s just 
what you do when someone in your life experiences 
an illness and needs help”. Unfortunately, though, 
financial difficulties, and poor physical and emotional 
wellbeing can arise as a result of providing support to 
someone with a kidney condition. In some cases, care-
partners may actually experience more emotional 
difficulties than the person they are caring for, with 
little support available to them. 

Why don’t care-partners always receive 
emotional support? 
Care-partners can experience many barriers to getting 
the emotional support they need, including:  

• Poor availability of people to provide emotional 
support within kidney units 

• Not being aware of the emotional support options 
that may be available to them 

• Negative past experiences with emotional support 

• Viewing emotional support as only for people with 
very serious mental health difficulties 

• Having no time to seek out emotional support 

• Putting the needs of the person they care for first 
- which may mean care-partners don’t spend time 
caring for themselves 

   FEATURE ARTIC
LE
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What can happen if care-partners don’t 
get the support they need? 
Experiencing emotional difficulties can impact other 
areas of our lives, like our physical health, our jobs and 
our relationships. Research has also shown that the 
emotional wellbeing of care-partners can have an impact 
on the emotional wellbeing of the person they care for.  

This makes it so important for care-partners to get the 
support they need - not only so they feel better, but 
also so they can continue to provide support to the 
person they care for. 

Someone to help – Kidney Wellbeing 
Practitioner 
Recently, a Kidney Wellbeing Practitioner role has been 
developed and is being piloted. This role has been 
developed to introduce and support a range of ways 
that can help people with kidney conditions and their 
care-partners to maintain good emotional wellbeing, 
both by providing emotional support programmes 
and linking people to a range of professionals and 
resources available within the community. The goal 
is that by having Kidney Wellbeing Practitioners 
integrated within kidney units, the emotional wellbeing 
of people with kidney conditions and their care-
partners is given the attention it needs. 

What is our research team doing? 
In line with the goal of providing more support to 
care-partners, we are currently designing a new self-
help programme to support the emotional wellbeing 
of family members, friends and others who support 
people living with kidney conditions.  

Our research team wants to develop this programme 
to suit the needs and preferences of care-partners 
who support someone with a kidney condition. Self-
help programmes use evidence-based wellbeing 
techniques and activities to support people’s 
emotional wellbeing. These programmes can be 
delivered in different ways. For example, through 
printed workbooks, websites, or smartphone apps, 
and can be used with extra support provided by 
a trained professional, like a Kidney Wellbeing 
Practitioner.   

We know that care-partners are often juggling 
different responsibilities and do not always have time 
to seek out and receive face-to-face support. To 
address this, self-help programmes can be worked 
through at their own pace and in their own home, 
without needing to travel to get support.  

As a first step towards developing a self-help 
programme for care-partners, we have created 
an online survey. This will help us find out more 
about care partners and help us tailor the self-help 
programme to meet their needs. Ultimately, our goal 
is to bring attention to the wellbeing of care-partners 
and develop a programme that can be used to provide 
them with the support they need. 

Article by:
Chelsea Coumoundouros - PhD student, University of 
Exeter and Uppsala University 

Paul Farrand – Professor, University of Exeter 

Alexander Hamilton – Consultant in Renal Medicine, Royal 
Devon and Exeter NHS Foundation Trust 

Joanne Woodford – Researcher, Uppsala University 
 

Message from the editor 
We welcome this pilot scheme 
as we believe everyone 
affected by kidney disease 
deserves support. We are here 
to support both kidney patients 
and their families, please call 
01420 541424 for support and 
information or visit  
www.kidneycareuk.org
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Time to listen 
The physical and mental health challenges of kidney disease are often 
addressed through patients. But what about those in the background, 
caring for them? The people who often grieve in the shadows, helplessly 
watching their loved ones suffer. To gain an insight, we talk to Farris Ali. 

When I get asked the question of how my journey started, I always take a moment and pause 
to think, is it my journey? It’s not me that is going through chronic kidney disease (CKD), but my 
partner.  

Meeting my partner for the first time, on a sunny afternoon at a coffee shop, I already knew she 
had received a kidney transplant donated to her by her father. Before this, if I was ever asked about 
CKD, you’d be lucky if I could tell you what the acronym meant. My life back then was engrossed in 
trying to build a successful career and choosing what to do each weekend – this may come across 
as very self-absorbed, but at that time I did not know better.  

With some knowledge of CKD, and being madly in love, I felt it was the perfect time to start a new 
chapter in my life. Travelling, food and adventures were all we knew and for the first few years of our 
relationship, we shared many memories without having a worry in the world.  

When did CKD impact you? 
A few years into our marriage, my partner’s kidney transplant suddenly failed. Perplexed, 
overwhelmed and confused were the best ways to describe my emotions at that time. I did not 
know how to manage the situation or how to behave under the circumstances, and it took me a 
long time to concede that I also had my own story.  

Witnessing a loved one go through trauma is never easy, and for me, it also felt like a bereavement, 
a death. As a man, I had an inherent and primal instinct to protect her, save her from pain. I felt 
helpless. I kept asking myself what can I do to fix things?  

In hindsight, I feel that this was not the right approach, it took me a long time to realise it is fine for 
me to grieve as well as be a supportive husband.  In South Asian communities, a culture of shame 
is all too familiar for those suffering in silence from mental health problems.  This is especially true 
for men. 

Not knowing how to manage, my wellbeing was impacted. Living up to cultural stereotypes as 
a man, I never spoke about my emotions, fearing I might be perceived as being weak. I lived the 
stereotype that men don’t talk or show any weakness.  Neither did I want to project any negativity 
on to my partner who was already going through enough.  

How did you cope? 
As always, hindsight is a great thing and I bet we all wish we had this in abundance when we are 
going through difficulties. Harbouring emotions and creating untrue realities is never healthy. I 
felt uncomfortable speaking to anyone, and this was because society and culture dictate men 
shouldn’t talk about mental health.  

When I finally decided to reach out to family and friends for help, I found that many did not 
understand, and neither were they supportive of what I was going through. I was then forced 

“Education about the impact of mental health issues is required Education about the impact of mental health issues is required 
and needs to evolve, especially within the South Asian community. and needs to evolve, especially within the South Asian community. 
No one should have to suffer in silenceNo one should have to suffer in silence“ 

   FEATURE INTERV
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to question my close relationships and support 
network. I realised that it was only my wife and me in 
this storm.  

As with any journey, there are times when the path 
is straight and times when it’s winding. It is crucial 
to draw a line somewhere and learn to recover. The 
older I get, the more I realise that my version of 
wellbeing is nurturing the relationships that matter 
to me and staying active.  

What do you feel needs to change?  
Education about the impact of mental health issues 
is required and needs to evolve, especially within 
the South Asian community. No one should have to 
suffer in silence.  

I want to ensure that men as partners, sons, 
brothers, partners, patients or caregivers, do not shy 
away from talking about mental health. The stigma 
that ‘real’ men should not talk about their issues, 
needs to stop. I was in that place, it was not easy, as 
my default opinion pulls me to remain reticent.  

What have you learnt? 
I now understand how inseparable mental and 
physical health can be and how we should not 
ostracise people for their feelings or their honesty.  

I have accepted that it is fine for me to grieve, it does 
not make me weak, and as a carer, I also have my 
own journey. For those who have CKD, remember 
that your journey may also silently be being shared 
by your loved ones. 

“As a man, I had an inherent As a man, I had an inherent 
and primal instinct to protect and primal instinct to protect 
her, save her from painher, save her from pain“ 

Interview by Sumaya Masood 
Deputy Editor, Kidney Care UK  

For emotional wellbeing advice 
and information about the  
support we offer to the families  
of kidney patients, go to  
www.kidneycareuk.org/learn-more   
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“Those who have CKD, remember Those who have CKD, remember 
that your journey may also silently that your journey may also silently 
be being shared by your loved onesbe being shared by your loved ones“ 

The photograph is for illustration only. Farris was pleased to be 
interviewed, but preferred not to be photographed.
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I have always loved music. I come originally from 
Northern Ireland, a child of ‘the Troubles’.  Music was 
paramount in my house, with both my parents being 
singers in local showbands.  When I was 13, I taught 
myself guitar and was soon playing with a band called 
the Captions.   

Later, at university I studied social work and in 1985 I 
was awarded a postgraduate Masters degree in social 
work, and immediately moved from Northern Ireland 
to Cumbria to work as a social worker.  Just before 
moving to England I became a Christian, choosing to 
live a life of faith in God.   

Over the next 20 years I worked as a social worker, got 
married to Jacqui and moved to Scotland with our five 
children.  In 2005, I got a job working for Strathclyde 
University in the social work department. During this 
time, I kept my hand in by playing gospel music in various 
church settings and conferences.  I retired nine years 
later, set up my own music business and was asked to 
play at the 2014 Commonwealth Games in Glasgow. The 
following year, I was ordained as a minister and became 
the worship pastor for a church near Glasgow.  

Agreeing to see a doctor 
In 2016, Jacqui visited our daughter in New Zealand. 
While she was away, I just felt unwell - I was very sick, I 
couldn’t taste my food, I was breathless and wheezy, 
tired with minimum effort, had no energy and my lower 
back was incredibly sore.  This persisted for months 
until Jacqui persuaded me to see a doctor. 

In 2008, I had become a below knee amputee due 
to undiagnosed type 2 diabetes.  I have continued to 
live a positive lifestyle, walking, driving, working and 
travelling. 

But in 2016 I was faced with a new health dilemma 
when I was diagnosed with stage 5 CKD. Dialysis was 
started immediately.  I continued to play in the church 
band and really enjoyed taking part in church events all 
over the region. 

In October 2017, Jacqui and I took a holiday in the 
Highlands.  Whilst there, I noticed a small tear between 
my fourth and little toe on my remaining right foot.  So 
on my return home, I started to have it treated.  But the 
injury got worse and finally resulted in a hospital 

‘I Will Dance’    
Life with diabetes and chronic kidney disease (CKD) can be tough. Both conditions come 
with their own set of sometimes life-changing challenges. With his faith and his music, 
Francis explains how, despite his diagnosis, he continues to dance.   

By Francis McFaul 

   FEATURE ARTIC
LE

“Many people have written to me Many people have written to me 
saying it has given them hope and saying it has given them hope and 
has helped them to dance in their has helped them to dance in their 
heart, despite their illnessheart, despite their illness“
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admission.  Over the next seven months I remained 
in hospital battling a full-blown infection.  Bit by bit 
the consultant treated my condition by performing a 
series of amputations on my other toes in an attempt 
to save my foot.  But eventually the infection was so 
virulent that I elected to have my foot amputated, and 
so began life as a double amputee.  

Discovering the dance in my heart 
This was a difficult time as I thought about what to do 
next with my life. I knew I wanted to pursue my love of 
music. So I wrote a song called I Will Dance (see below 
for information) which tells the story of David in the 
Bible, dancing with abandon before his God.  I realised 
that if I couldn’t dance physically, at least I could still 
dance in my heart.  I wanted to show others that despite 
really challenging circumstances, there is still hope.   

Previously, I had worked with a Christian music 
producer called Bob Cranham. Bob had produced 
Helen Shapiro’s album The Pearl - which had been 
number one in the Gospel charts. In July 2019, Bob 
and I went into a recording studio, and after a number 
of weeks recording, mixing and mastering, we had 
our single.  Since its release, it has done really well in 
the world of downloads receiving over 6000 hits on 
Facebook.  I Will Dance has even been featured twice 
on Irish TV and has been played on radio stations 
across the world, as far afield as America and Asia.   

Many people have written to me saying it has given 
them hope and has helped them to dance in their 
heart, despite their illness.   

Dialysis continues and I have learned to be content 
with the hassle of it.  I didn’t make the single to raise 
money for charity but to give it away free, desiring that 
it would raise hope for others with kidney disease.   

Whatever it is you are passionate about, just do it.  Be 
encouraged that there is hope even with kidney 
disease and dialysis.  You are a valuable individual, 
a person in your own right, not defined by your 
illness.  Be positive, know that you can live a life that 
is worthwhile and can make a difference. There is a 
theory in social work that says ‘where there is vision 
there is hope’. So be full of hope and live with vision. 

If you would like to watch the video, you can 
search on YouTube for ‘I Will Dance’ by Francis 
McFaul & Fresh Manna. 

“I realised that if I couldn’t dance I realised that if I couldn’t dance 
physically, at least I could still dance physically, at least I could still dance 
in my heart.  I wanted to show others in my heart.  I wanted to show others 
that despite really challenging cir-that despite really challenging cir-
cumstances, there is still hopecumstances, there is still hope“
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wife, Jacqui, in October 2021 Francis at hospital 
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The Kidney Kitchen 
Recipe Book has 
arrived!       

We’re delighted to share that our brand-
new Kidney Kitchen Recipe Book is now 
available for you to purchase. 
To be able to enjoy a tasty Sunday brunch with a 
partner, a hearty meal with our family or a piece of 
cake now and again is important to everyone; it’s 
personal and connects us with the people who matter 
to us. This doesn’t change when you are diagnosed 
with chronic kidney disease (CKD).  

We believe kidney disease should not be a barrier to 
delicious food. 

Kidney-friendly recipes
Over the past three years, Kidney Care UK and the 
Renal Nutrition Group (RNG) of the British Dietetic 
Association (BDA) have been working hard in 
partnership to develop a collection of tasty kidney 
friendly recipes for you and our kidney community.  

By providing renal dietetic guidance to the whole 
Kidney Kitchen team – its chefs, renal dietitians, and 
recipe developers – we have created over 100 exciting 
and tasty meals and recipes that better suit the needs 
of you or your loved ones.  

With step-by-step instructions, nutritional 
information, and world flavours to help you modify 
each recipe to your individual needs and your 
tastebuds, our book is all about what you can eat, 
not what you can’t. Stylish and practical, the recipes 
are easily displayed in the free-standing recipe book. 
Perfect to pop up in your kitchen as you cook along!    

How to get your Kidney Kitchen recipe 
book
To purchase your Kidney Kitchen Recipe Book, 
please visit www.kidneycareuk.org/shop 

The Kidney Kitchen Recipe book is £10 plus £3.50 P&P 

It’s for beginners, foodies and anyone looking to eat 
well – and feel well. 

Cooked a Kidney Kitchen creation?  
We’d love to see! 

Send us a snap and share on social media 
using the #KidneyKitchen hashtag 

kidneycareuk.org @kidneycareuk@kidneycareuk

Sarah Green  

““…Managing a renal diet can feel …Managing a renal diet can feel 
like guess work sometimes but now like guess work sometimes but now 
we finally have a solid, reliable and we finally have a solid, reliable and 
trustworthy food website to enable trustworthy food website to enable 
us to expand our diet safely.us to expand our diet safely.““  

www.kidneycareuk.org

Nathan Outlaw with the Kidney Kitchen recipe book 

The Kidney Kitchen Recipe Book  
has arrived!  
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Michelin star chef, Nathan Outlaw with the Kidney 
Kitchen recipe book 
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The Kidney Care UK online auction is now open! Join our online auction to help raise awareness and funds for 
our kidney community. 

To celebrate World Kidney Day, we have a fantastic collection of prizes available for your bidding pleasure. From 
culinary delights to remote retreats and from beautiful handcrafted goods to unique experiences all over the 
UK - there is something for everyone. 

To discover what could be yours, all you need to do is... 

• Visit www.kidneycareuk.org/auction   

• Browse our items and place your bids  

• Countdown with us to World Kidney Day  
(If you’ve been outbid, don’t worry, we send a text  
or email notification to let you know!) 

• Celebrate winning your item and feel good!  

The auction will open at 22:00 on Thursday 10 February 2022 and close at 22:00 on World Kidney Day, 
Thursday 10 March 2022. 

So, whether it’s the meal for two at Nathan Outlaw’s Fish Kitchen (a 15th century fisherman’s cottage in the 
heart of Port Isaac village serving up a sensational seafood selection) or a 
luxury staycation in the UK, browse and place your bids from the comfort 
and safety of your own home. 

A huge thank you to everyone who has generously donated items towards the auction.  

All the money we raise together in the auction will ensure that no one has to face kidney disease alone. 

Happy bidding!  Don’t forget to go to: www.kidneycareuk.org/auction

Feeling inspired? Why not host a foodie 
fundraiser for Kidney Care UK?  

Whether it’s a kidney friendly bake sale or a 
Come Dine with Me style challenge. we’ll be 
here to support you every step of the way.  

Get in touch and tell us more!  

Email fundaising@kidneycareuk.org  
or call 01420 541424   

Join our online auction  

We hope you enjoy it as much as we did creating it!

At Kidney Care UK, we know that living with kidney 
disease can mean additional financial pressure. Last 
year, we helped more than 300 kidney patients at 
crisis point with our hardship grants.  

We don’t want anyone to miss out on the Kidney 
Kitchen, so last Christmas we asked our supporters 
whether they could gift a recipe book to someone who 
couldn’t otherwise afford it.  

We’re delighted to have a supply of gifted Kidney 
Kitchen Recipe Book available. To find out more, 
please contact fundraising@kidneycareuk.org  
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Rebekah Calvert and Jennie Grey Renal Dietitians,  
Ulster Hospital Renal Unit, Belfast, South Eastern Trust  

Bruno Mafrici, Chair of the Renal Nutrition Group, BDA 
handing a Kidney Kitchen recipe book to a patient 

““The work of the Kidney Kitchen has The work of the Kidney Kitchen has 
definitely become a big hit in our unit. definitely become a big hit in our unit. 
Well done Kidney Kitchen, we look  Well done Kidney Kitchen, we look  
forward to tasting your new recipes!forward to tasting your new recipes!““

http://www.kidneycareuk.org/auction
http://www.kidneycareuk.org/auction
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Getting away from it all:  
holidaying and dialysis in the  
Lake District         

   FEATURE ARTIC
LE

““Dialysis away from base allows you to plan a Dialysis away from base allows you to plan a 

normal family holiday, where you feel welcome normal family holiday, where you feel welcome 

and safe in a relaxing environment.and safe in a relaxing environment.“ “   

By Lynne and David Alderson 

David and Lynne Alderson 

Lynne and David Alderson moved their 
family to Cumbria to take over a new 
venture running the popular Lakeland 
Dialysis unit, just before the pandemic 
hit in 2020.  Some quick thinking and 
good luck see them ready to welcome 
dialysis patients back this summer. 

Lynne has worked as a dialysis nurse within the NHS 
for over 30 years and was Sister in charge of the day 
to day running of the Loughborough Dialysis Satellite 
Unit. She has always had a real passion for ensuring 
kidney patients have good access to holiday dialysis, 
or ‘dialysis away from base’ (DAFB) having seen over 
the years, the real difference it can have on patients’ 
(and their family’s) health, wellbeing and happiness. 

Our story begins when Lynne’s unit received an 
email from Lakeland Dialysis in the summer of 2019, 
saying that the Cockermouth unit, which had been 
very successfully providing DAFB to dialysis patients 
visiting the Lake District since 2004, would be closing 
due to the retirement of the current owners, unless 
new owners could be found. 

What happened next was something of a ‘call to 
action’ – Lynne sent a swift email to her husband 
David asking him ‘could and should we do this?’ At 
the time, David was a Baptist Church Minister working 
in Newthorpe, Nottinghamshire. Intense discussion 
followed and a decision was made.  

Our move to Cumbria as Covid-19 strikes 
On 6 March 2020, along with William, one of our two 
children, and our two dogs Grace and Luna, we made 
the move from the East Midlands to Cumbria. Who 
could have predicted what would follow over the next 
18 months as the Covid-19 pandemic swept across the 
world, affecting everyone’s lives? 

The first consequence of the pandemic was 
potentially something that could have stopped our 
plans in their tracks. New guidelines were issued 
stopping all DAFB. What had seemed a new exciting, 
albeit challenging, endeavor was suddenly turning into 
a potential nightmare. 

Of course, along with our own worrying situation, 
kidney patients had their own fears and uncertainties 
around the pandemic. Lockdown loomed and nobody 
knew when things would return to normal. 
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For more information about DAFB  
and our free DAFB booking service  
go to  

 
www.kidneycareuk.org/dialysis-freedom 
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Supporting our local 
Trust 

However, it was at this point 
that we found ourselves 
in just the right place and 
time to be of service. 
We were asked by North 
Cumbria Integrated Care 
NHS Foundation Trust if 
we had any availability to help with 
the dialysis of local patients during 2020. Well, we 
were privileged to be able to help.  In doing so, we 
were able to carry the unit through 2020 and into 
2021 hoping, as everybody was, that the start of the 
Covid-19 vaccination campaign would lead to a full 
return to dialysis away from base. 

Along with our local patients, we were able to carry 
out some holiday dialysis during the summer, early 
autumn and Christmas period of 2020. So, following 
the second lockdown and a period in which the clinic 
was ‘in hibernation’, we find ourselves very much 
looking forward to welcoming visitors, both old and 
new, to the unit.  

We’ve now been lucky enough to meet many 
patients and it has been a real joy to be able to help 
them enjoy a well-deserved and, in many cases, 
long-delayed break in the stunning Lake District. 
It is indeed a beautiful place to live, work and visit. 
Our website has details of patient-recommended 
accommodation as well as details of our own caravan, 
which is available to visitors to the unit to book. 

We’d love to meet you 
Our aim is always to enable patients 

to be able to access their holiday 
dialysis in the most pleasant and easy 

way possible. The unit is small with 
just three stations, and we can offer 
morning and afternoon appointments 

from Monday to Saturday throughout 
the whole year. Bookings can be made 

directly through us or through your own 
dialysis unit’s Coordinator.  

Lynne is the clinic manager and lead renal nurse, and 
David, as well as running the administrative side of the 
business, is also a care assistant on the unit. They are 
both ably assisted by another very experienced renal 
nurse Andrea, who works with them. NHS patients are 
funded and so the process of coming to spend some 
time with us in the Lake District is simple. 

Of course, it is our visitors who are the most 
important and valued part of our business and so the 
final word should go to them. 

Toni Rawson is a regular visitor to the unit and says,  

“Dialysis away from base, allows you to plan a normal 
family holiday, where you feel welcome and safe in a 
relaxing environment. 

“You arrive at the Lakeland Dialysis clinic as a patient, 
but you leave as a friend.” 

To find out more about Lakeland Dialysis clinic, 
call 01900 822 888 or visit  
www.lakelanddialysis.co.uk

““You arrive at the Lakeland  You arrive at the Lakeland  

Dialysis clinic as a patient, but Dialysis clinic as a patient, but 

you leave as a friend.you leave as a friend.“ “   

Toni Rawson with Lynne 
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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. Remove from the heat.

Mix all the crumble topping 
ingredients in a food processor or if 
mixing by hand, rub together using 
the tips of your fingers until the 
mixture resembles breadcrumbs.

Pre-heat your oven to 160C /gas mark 
4. Peel, core and roughly chop the 
pears.

321

www.kidneycareuk.org
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Low protein 
Low salt
Energy

Low phosphate
Low potassium
Carbohydrate

4

4

442Kcal

 

FOOD  FAC
T

Si

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

67.4g

K dney
K tchen

Special occasion
Vegetarian

http://kidneycareuk.org


Bake for 20 minutes until topping is 
golden brown and bubbling. 

Serve with cream (clotted cream if 
you are feeling indulgent) or a low-fat 
crème fraiche.

Fill an oven-proof serving dish with 
the fruit mixture and spoon the 
crumble mix over the top.

654
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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

60g plain flour

40g soft dark brown sugar

40g demerara sugar

1 pinch ground ginger

Pear and blackberry  
crumble
Prep: 15 mins •  Cook: 25 mins •  Serves: 6

A warming pudding for a treat, this crumble contains one and a half portions of 
fruit.  A suitable pudding for those on a reduced protein diet.

Carbohydrate  The sugar, flour, oats and fruit are the main sources of carbohydrate in this pudding.  The 
carbohydrate values have been provided for those who have trained in insulin adjustment. 

Phosphate/ potassium  If you have been prescribed a phosphate binder, ensure you take them with this dish. 

This recipe contains fruit which is a source of potassium so if you are on a potassium restriction you may need to 
limit fruit elsewhere in the day.

Protein  If you have been advised to follow a low protein diet but would like the occasional pudding then this is a 
suitable, delicious dish.

Special diets   
Gluten free: To adapt this recipe, trying using a mix of gluten free flour and gluten free porridge oats. 

Vegan: For a vegan alternative, replace the butter with a dairy-free spread.

Healthier option If you are on a weight reducing diet or want to reduce the amount of sugar or fat you eat, you can 
replace the sugar with artificial sweeteners.  For the crumble topping, use a low-fat spread or 50:50 butter and low fat 
spread combination. Choose to serve with a low-fat crème fraiche or custard made with skimmed milk.

Cheaper option To reduce the cost of this dish you could use tinned fruit or seasonal fruits.

Storage   Refrigerate any leftover crumble and eat within two days.

Cooking in the K idney K itchen with Che f Pa u l Ripley Cooking in the K idney K itchen with Che f Pa u l Ripley 
A twist on a classic dessert, this delicious crumble recipe is sure to become
a weekend family favourite or an indulgent Valentine’s Day pud!  
Visit www.kidneykitchen.org for more recipes, videos and dietary information. 

http://www.kidneykitchen.org


Festive fundraising in Portadown, 
Northern Ireland     
Shoppers and staff at one of the largest ASDA stores in Northern Ireland helped to raise 
over £500 in early December to support Kidney Care UK. The festive fundraising took 
place in Portadown, County Armagh, with the support of kidney recipient and volunteer 
Eric Hale alongside kidney donor and Kidney Care UK’s Northern Ireland Ambassador  
Jo-Anne Dobson. 

The busiest shopping day of the year
On the first Saturday morning in December, Christmas 
jingles—including “It’s the most wonderful time of the 
year” and “When the snowman brings the snow”—as 
so often, formed the background to one of the busiest 
shopping days of the year.  

People who braved the cold to seek out selection boxes, 
turkey tinfoil or a tempting tipple or two were only too 
happy to engage with our volunteers. They spoke about 
transplants, discussed the transformative work Kidney 
Care UK does for patients and their families.   

Fundraising activities like this happen throughout the 
year but take on a whole new level of fun when festive 
face masks, Christmas pudding glasses and Santa hats 
make an appearance! People were happy to take a few 

moments to help others and, in more than a few cases, 
to empty their purses of loose change to support the 
vital work of the charity.  

At Kidney Care UK, the support from our volunteers 
is crucial, and Eric was joined by Beverley Magowan 
who added that extra special level of sparkle.  We are 
truly indebted to everyone who helped on the day and 
contributed to its successes.  

Sharing experiences 
Having Eric and Jo-Anne, respectively a kidney 
recipient and a donor, on hand meant that they could 
recount their personal experiences of kidney disease 
and transplantation, whilst learning from others. These 
included some shoppers who, like Eric, have attended 
the Daisy Hill Hospital in Newry. 

Eric and Jo-Anne are joined on their Christmas Collection by Andrew Cromwell and ASDA Community Champion Elaine Livingstone as 
they chat with shoppers, spreading some festive fundraising cheer at ASDA Portadown.  

By Andrew Cromwell 
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 Eric from Killyleagh, who received a kidney transplant 
in 2018 said, “It was a busy but a rewarding day.  We 
got the chance to meet and chat with people about 
our lived experiences and why, as we know too well, it’s 
important to support kidney patients in so many ways 
and to encourage people to share their wishes about 
organ donation.   

“Supporting Kidney Care UK is very close to my heart 
and it’s also great fun!  Since the beginning of the 
pandemic, fundraising has changed so much, which is 
why it was great to be back chatting with people and 
yet remaining safe, sanitised—and I even exchanged 
my normal face mask for a more festive one!” 

Jo-Anne Dobson, who donated a kidney to her son 
Mark in 2018 and is Kidney Care UK’s Northern Ireland 
Ambassador, said, “Fundraising is vital to enable us to 
continue to support patients, but raising awareness 
of how kidney disease can affect anyone at any time is 
equally important.   

Generous support 
“For the second year running, the local kidney patient 
community across Northern Ireland are indebted 
to the festive shoppers at ASDA Portadown for their 
amazing and generous support.   

“It was lovely to get the chance to chat throughout the 
day with so many people who have been affected by 
kidney disease, including three-year-old Siadh who 
attends the Renal Unit at the Children’s Hospital in 
Belfast.    

“Special thanks must go to ASDA Community 
Champion Elaine Livingstone for her sheer enthusiasm 
and for joining us dressed in all things Christmas 
Pudding.” 

Together we will ensure that no one has to face kidney 
disease alone.

We need your help
This year, we want to continue to raise even 
more funds and awareness about kidney disease 
through our supermarket collections, but we 
need your help! Could you talk to your local 
supermarket community champion about hosting 
a collection in support of Kidney Care UK? The 
more collections, the more people affected by 
kidney disease we can support.  

If your supermarket, or any other venue, can host 
a collection—we’d love to hear from you! 

Please get in touch to tell us more by phoning 
01420 541424 or emailing  
laura.toop@kidneycareuk.org  

““People were happy to take a  People were happy to take a  
few moments from the helter- few moments from the helter- 
skelter of their Christmas  skelter of their Christmas  
preparations to help otherspreparations to help others““
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The most common infections to occur after 
kidney transplantation, urinary tract infections 
(UTIs) can be a recurring problem but may be 
successfully treated with individualised diagnosis 
and treatment. 

UTIs can occur at any time after a kidney transplant 
and can affect any part of the urinary tract from the 
transplanted and native kidneys to the bladder and 
urethra (the tube to the outside). UTIs are described 
as early when they develop within six months of the 
operation, and late if they occur more than six months 
after transplantation. Infections are most commonly 
caused by gut bacteria like E. coli, but may also be due 
to viruses like BK, adenovirus and cytomegalovirus 
(CMV), or fungi such as candida. 

Between one in 10 (10%) and nearly all (98%) of 
kidney transplant patients have been reported as 
being affected by UTIs. Reasons for this very wide 
range include varied use of preventive or prophylactic 
antibiotics and different definitions of UTI. This latter 
confusion has been addressed by updated guidelines 
(Table 1), which aim to make diagnosis and treatment 
less complex for patients and doctors.  

“I think it’s very important to understand that a 
whole spectrum of UTI exists and identifying it early 
forms the mainstay of management. The benefits of 
treating all asymptomatic bacteriurias with antibiotics 
remain unclear in transplant patients and should be 
decided on a case-by-case basis. Cystitis, which has 
the symptoms commonly associated with UTIs, is 

K idney Cli n icK idney Cli n ic  
Clear water? UTIs after a kidney transplant 

Table 1. Types of urinary tract infection (UTI) in kidney transplant recipients

Type of UTI

Asymptomatic 
bacteriuria 

Simple cystitis 

Acute pyelonephritis 
or complicated UTI 

Recurrent UTIs 

Description 
• Evidence of infection in the urine 
• But no urinary or general symptoms of infection 

• Burning, tingling or stinging pain when urinating (dysuria) 
• Pain in the lower abdomen (suprapubic pain) 
• No general symptoms of infection  
• No catheter into the bladder or tube directly into the kidney (nephrostomy) in 

place 

• Fever, chills 
• Abnormal blood pressure (haemodynamic instability) 
• Increase in white cells in the blood (leukocytosis) 
• Pain over the transplanted kidney or at the side of the body 
• Bacteria in the urine  
• With/without symptoms of simple cystitis 

• Three or more UTIs over the previous 12 months or two in the last 6 months  

Based on: Goldman JD, Julian K. Clinical Transplantation 2019;33:e13507

www.kidneycareuk.org
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primarily an infection of the bladder and the lower 
urinary tract, and is usually resolved with a short 
course of antibiotics. Pyelonephritis is an infection of 
the transplanted or the native kidneys, and can cause 
severe illness very quickly,” comments Ms Rhana Zakri. 
Rhana is a consultant transplant surgeon at Guy’s 
and St Thomas’ NHS Foundation Trust and runs a 
specialist transplant UTI clinic. 

UTIs not only have a serious impact on quality of life 
and health of the individual patient, but may also 
affect the lifespan of the transplanted kidney. Rhana 
explains:  

“While we would not necessarily worry about a single 
treated UTI, we want to avoid recurrent episodes, 
as they can lead to pyelonephritis. If these episodes 
are repeated over several years, they may affect 
the function of the kidney transplant and may also 
affect its survival. At present it is unclear if recurrent 
UTIs per se cause rejection or whether rejection 
causes recurrent UTIs due to the higher doses of 
immunosuppression needed to treat rejection.” 

Why are UTIs common after a kidney 
transplant? 
A combination of risk factors related to the 
transplanted kidney (allograft factors) and factors to 
do with the individual patient (host factors) explain 
why UTIs are common in kidney transplant patients. 

Rhana says: “Most transplanted kidneys reflux urine 
from the bladder into the kidney when voiding. By 
itself, this doesn’t cause a problem if the urine is not 
infected and the bladder is emptied regularly, but 
cystitis can very quickly progress to pyelonephritis 
because of the reflux and potentially cause scarring to 
the kidney. 

“Reflux makes it all the more important to not only 
maintain a good fluid intake but also perform regular 
(say, three hourly) double voids (see Table 2, below). 
This can be difficult in certain jobs; for example, lorry 
drivers and taxi drivers are at risk of UTIs if they limit 
their drinking because they cannot use the toilet when 
they need to,” she adds. 

Kidney transplant patients are treated with medication 
that suppresses the immune system, making it more 
difficult to fight UTIs. These immunosuppressants 
include mycophenolate, which can have 
gastrointestinal side effects, including diarrhoea or 
constipation that can increase the risk of UTIs. 

Kidney transplant patients may have other host risk 
factors, such as diabetes, that are associated with a 
greater likelihood of UTIs. Postmenopausal woman 
or women with a hysterectomy are similarly prone to 
UTIs because low oestrogen levels mean that ‘good’ 
Lactobacilli bacteria, which usually lower the pH of the 
vagina, do not flourish, giving way to the possibility of 
gut bacteria multiplying and potentially causing UTI.  

UTIs are more common in women than in men, both 
in kidney transplant recipients and in the general 

population. The main reason is differences in 
anatomy: in women the vagina, entrance to the urethra 
and anus are sited close together, so that bacteria like 
E. coli transfer more easily from the anus.  

“This is why a UTI in a man should be regarded as 
‘complicated’ because there is more likely to be an 
underlying cause. For example, his prostate may have 
grown larger and is preventing him from emptying his 
bladder properly. Quite often, men may not realise this 
is happening until they get a UTI,” says Rhana. 

How should UTIs be diagnosed? 
It can be difficult for doctors to diagnose a UTI in a 
transplant patient because immunosuppression may 
mask typical symptoms; for example, a transplanted 
kidney has lost its nerve supply so it may not feel 
tender or painful. Instead, kidney transplant patients 
may report feeling simply tired or feverish or have 
smelly/cloudy urine, and can become ill very quickly.  

The first step to diagnosis is a dipstick and midstream 
urine (MSU) to check for the growth of bacteria. 
This can be performed by your GP. The second 
investigation is a flowrate with postvoid residual 
volume (PVR) to see how well the patient voids and 
judge how much urine is left behind in the bladder. 
This is more likely to be initiated by your kidney doctor 
or transplant urologist.  

A more specialist investigation is a DMSA scan, a 
nuclear medicine scan that looks for scarring in the 
transplanted kidney. “Management will be tailored 
to the result of this scan. The patient may have a 
number of these scans over the years to look for 
progression of scarring. It is an indication of the 
severity of the UTI, and that perhaps more aggressive 
intervention is needed to prevent loss of graft 
function,” comments Rhana. 

K idney Cli n icK idney Cli n ic  
Clear water? UTIs after a kidney transplant 

25

Issue 16 | Spring  2022



A micturating cystourethrogram (MCUG) may also be 
needed to check for reflux in the transplanted or native 
kidneys. An MCUG is carried out by filling the bladder 
with contrast dye and then using X-rays to visualise 
bladder emptying and any signs of reflux before and 
after the patient passes urine.  

How should UTIs be treated? 
According to Rhana, an isolated UTI can generally 
be resolved by consulting your GP, but she advises 
patients to make sure that an MSU is sent for culture 
before starting an antibiotic. It is also advisable to 
check with your transplant team that the antibiotic 
and dose are appropriate. 

She says: “If you are getting more than two UTIs in six 
months or more than three in a year, we would classify 
that as recurrent UTI. This should be reported to your 
kidney doctor, who may refer you to someone who 
specialises in UTIs in transplant patients. There is no 
benefit in using repeated courses of antibiotics if the 
actual source of the UTI has not been identified using 
precise diagnostics. 

“I cannot emphasise enough the importance of 
spending time to identify each patient’s individual 
risk factors and devising a management plan that 
addresses all of these accordingly. When I have this 
discussion with my patients, they understand the 
underlying problems and feel less frustrated with their 
situation,” she adds. 

How can UTIs be prevented? 
Rhana advises that preventing UTIs involves a 
combination of approaches that starts with simple 
measures. These include regular drinks of water, 
emptying the bladder every three hours during the 
day with a double void (Table 2) to ensure complete 
emptying, ensuring good gut health, and wiping from 
front to back after emptying the bowels.  

Table 2.  How to empty the bladder with double 
voiding  

Women 

Sit comfortably on the toilet leaning slightly forward 

Rest your hands on your knees or thighs to optimise 
the position of the bladder for emptying 

Pee as normal, focusing on emptying the bladder as 
much as possible 

Stay sitting on the toilet for 20-30 seconds or stand 
up and walk around for 10 seconds 

If needed, sit back on the toilet, then lean slightly 
further forward and pee again 

Avoid straining when you are peeing as this can 
affect pelvic floor muscles 

Men 

Aim to relax before you start to pee 

After you think you have finished peeing, relax for a 
further 30-60 seconds 

Then try to pee again to fully empty the bladder 

Penetrative sexual intercourse may increase the risk 
of recurrent UTIs in women. Measures such emptying 
your bladder afterwards, wiping from front to back and 
double voiding may be sufficient, though some women 
may need to take one post-intercourse preventive 
antibiotic tablet. For postmenopausal women, topical 
oestrogen with/without a vaginal moisturiser such as 
Sylk or Replens help treat vaginal atrophy and reduce 
the likelihood of UTIs. Women of all ages should avoid 
using soaps and ‘feminine’ products that irritate the 
genital area.

Cranberry juice is often recommended for UTI 
prevention, but Rhana advises using a tablet 

“It’s also 
important 
for UTI 
prevention 
to maintain a 
healthy gut”
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Freelance Medical Writer & 
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To find out more about UTIs after 
kidney transplantation, visit  
www.kidneycareuk.org/learn-more 
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formulation. This is likely to be more effective 
in combination with another product such as 
D-mannose and the other simple preventive 
measures described above.  

“Drink cranberry juice if you enjoy it but choose 
tablets for UTI prevention. There is far more cranberry 
extract in one tablet than in many glasses of juice. You 
can take cranberry in combination with D-mannose, 
a simple sugar that is related to glucose and has been 
shown to reduce the risk of uncomplicated UTIs in 
women without transplants. As with any over-the-
counter medicine, always check with your kidney 
doctor that you can take cranberry tablets and 
D-mannose, especially if you have other conditions 
such as diabetes,” she advises. 

It’s also important for UTI prevention to maintain a 
healthy gut that promotes a regular bowel habit. In 
immunosuppressed patients, Rhana recommends 
caution against using probiotics or other products with 
live culture supplements that claim to support the 
gut microbiome (the micro-organisms that live in the 
digestive system).  

According to Rhana: “There are other ways of 
supporting gut health than using probiotics. Make 
sure you have a high-fibre, varied diet with lots of 
fruit and vegetables. And talk to your kidney doctor 
about adjusting your immunosuppression if you have 
frequent diarrhoea or constipation. A healthy gut 
microbiome is very important in transplant patients, 
and this is why we should be trying to stop antibiotics 
as soon as possible. While we are treating the UTI with 
antibiotics they are impairing the gut microbiome and 
we risk a vicious circle of UTIs and antibiotics.” 

She adds: “While I am keen to avoid using antibiotics 
as far as possible because of their side effects and 
the risk of fuelling antibiotic resistance, some patients 
may need prophylactic treatment long-term. However, 

I always tell patients that, once we have identified the 
cause of the UTIs, there are many measures we can try 
before having to use long-term antibiotics.” 

Conclusions 
UTIs can be challenging for doctors and frustrating 
for patients. Recurrent UTIs can, however, often be 
resolved by thorough assessment and investigation to 
identify each patient’s individual risk factors. 

“As doctors, we need to treat the patient as a whole 
and not just their UTI. This is why I feel strongly about 
the benefits of a dedicated, specialist UTI clinic for 
transplant patients. It is not available to everyone, but 
I feel that we should work to promote individualised 
assessment and avoid blanket prescribing of 
antibiotics for UTIs. Because of the success of our 
dedicated transplant UTI clinic, we have also set up 
one of the few specialist UTI clinics for people without 
transplants. Both clinics will enable us to conduct 
research and move forward with new treatments,“ 
concludes Rhana.

“There is no 
benefit in giving 

antibiotics 
if the actual 

source of 
the UTI has 

not been 
identified“  
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How it started  
Mum’s kidney function levels had been dropping for 
several years, but she was still leading a good life. 
However, Mum’s kidneys deteriorated quickly. We saw 
the impact.  

She was getting increasingly tired, not sleeping well 
at night, and developing rashes. Mum was very upset, 
and we saw my dad’s wellbeing also suffered - he lost a 
lot of weight - but Dad is strong and practical and just 
supported her.  

He said, “Although it was on the horizon, I was sad and 
upset for my wife. I am retired and, therefore, we were 
planning on having a fulfilled retired life, travelling, and 
spending time with our eight grandchildren. So, we 
were facing a big uncertainty.” 

Mum decided to have peritoneal dialysis (PD) at home. 
This meant she would be free during the day. She said, 
“I could have my normal routine of going to the gym, 
shopping, seeing family and friends. But of course, this 
all stopped as I was shielding from March 2020. I was 
very frightened in the early months of the pandemic 
and what it meant if I was to catch Covid-19. However, 
I relied upon the support of my family and the video 
calls I received daily. My family even organised an 
online cocktail party for my birthday, which was lovely.” 

My dad is very organised, he took care of her dialysis 
supplies and hospital appointments. He said, “I 
have continued to support my wife by chasing 
appointments, organising, and checking all the right 
medication for my wife is available. If I can do anything 
to lessen the burden on my wife, I will. I have learnt how 
to do many household chores too.” 

My decision to donate 
Following some research and a meeting with the nurse, 
we knew a transplant was the only way to get her off 
dialysis. I am one of four, and all of us were happy to 
donate. As only two siblings could be tested at any one 
time, it made sense for me and my sister Poonam to 
be tested. My younger sister has the youngest children 
in the family and my brother Pete was living abroad.  

I was fortunate to have a friend from work who had 
donated her kidney to her brother, and she was an 
inspiration. I also discovered through work many 
other families who had successful live donor kidney 
transplants. As the eldest sibling, with the eldest 
children, and living closest to mum, I felt it could only 
be me.  

How my family coped  
I have been married for 16 years and have two children, 
a 13-year-old daughter and an 11-year-old son, and like 
many South Asian families, I also have my in-laws living 
with me, so I knew I had a lot of support and help for 
my children. It made the process far less daunting.  

My husband Nilesh and I kept the children informed 
throughout the process. It was hard for them. As 
the date was approaching, both children were 
getting upset. There were lots of tears, they found it 
particularly difficult that they couldn’t visit me in the 
hospital during my stay. My son would say, “Mum, why 
you?” and “Mum, do you have to do it?”  

The arrival of our light  
When a loved one starts dialysis, not only does it impact their health. Day-to-day life, 
other relationships, cultural and religious festivals, and spirituality are just a few things 
that are also affected. Vanessa Patel talks about her family’s journey from dialysis to 
post-transplant and everything in between.  

www.kidneycareuk.org
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Vanessa and her mum after the transplant 
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Vanessa’s mum and dad 

Vanessa and her family 

He soon understood my decision because he could 
see his grandma’s health declining. During this time, 
my dad played a pivotal role in supporting both my 
husband and children.  

Support from my in-laws   
Initially, my in-laws had reservations. They didn’t want 
me to donate because they did not know anyone else 
who had done this. They assumed that my mum would 
have to spend the rest of her life on dialysis. I wish I had 
taken them to the appointment with the surgeon. This 
would have reassured them, and their questions would 
have been answered by the doctors.  

When the date for the donation was confirmed, I told 
my in-laws I couldn’t do it without their support and 
blessing. I explained the thorough testing process, and 
after the lengthy chat they gave me their undivided 
support and blessing.  

Within the South Asian community, many think that 
donating a kidney is a rare occurrence. Extended 
family members questioned my decision to donate. 
My in-laws helped educate them. I have decided to 
write about my experience, which will be translated 
into Gujarati. I hope it helps educate people about 
donating their kidneys.  

Impact on religious festivals  
The transplant was successful but due to Covid-19 
restrictions and my mum’s vulnerability, both Mum 
and Dad have missed out on important religious 
festivals and family gatherings.  

My dad said, “Family mean the most to me, and to 
not see them or spend time with them is of course 

very hard. Also, seeing how Covid-19 has affected my 
wife’s recovery is hard, too. Being at home, we are 
spending every moment together and this itself can be 
challenging because we are very social people and we 
have missed out on valuable celebrations.” 

Several religious festivals were missed. Diwali, which 
marks the triumph of good over evil and light over 
darkness, was celebrated differently. Normally we 
would spend a few days together, eat home-cooked 
food, light Diwali lamps around the house, listen 
to music and celebrate with fireworks and special 
greetings.  

They also missed out on Navratri (‘nav’ means nine 
and ‘ratri’ means night). This is a celebration lasting 
nine days. We perform a traditional dance called the 
garba with dhandiya ras sticks.  

Mum and dad were sorely missed by the whole 
family on Raksha Bandhan, too. This is a festival 
that celebrates the bond between a brother and 
sister. Sisters tie a bracelet called a rakhi around 
their brothers’ wrists as a symbol of their unique 
relationship.  

This year celebrating Raksha Bandhan was extra-
special because my brother was back in the UK after 
eight years. Mum wanted to have all of us around at her 
house but because of Covid-19, we didn’t want to put 
Mum and Dad at risk. But, with mum off dialysis, and 
feeling healthier and happier, we are all looking forward 
to enjoying these festivals together in the future.  
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Thank you to everyone who 
supported us in 2021  
We are always so incredibly grateful to everyone who supports us. From the 300 people who make a donation  
each and every month, to the thousands who purchase something from our online shop. You all have your own  
way of showing and providing support and it is this that enables us to ensure no one faces kidney disease alone. 
Here is just some of what you have been doing.

Get involved in 2022!Get involved in 2022!
   

Alison and her accordion band busked in Portstewart  
We had an incredible team of 47 

runners at the London  

Marathon

John shaved his beard 

Jordan and friends arranged a 

24-hour gameathon and then a  

72 hour golfing challenge

Amy made kidney keyrings 

Shaun, Abbey and Joe walked 46 

miles from Middleton to Blackpool 

Dan shared his profit from Kupcakes for Kidneys 

Emma smashed a sponsored spin 

The Hiking for Harry team took on 
the Jurassic Coast Challenge  
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Marie and Barry raised money at 

their golden wedding anniversary
Maggie collected stamps (as she 
has for many years!) 

Northern Ireland 2CV Tin Snails Club held collections and more 

Susie completed the London 

Landmarks Half Marathon 

alongside 14 other runners

Rory and Ross ran the virtual 

Edinburgh Marathon in memory 

of their friend Callum

Magherally and Annaclone 

Church of Ireland organised a 

service car and burger event 

Emily organised a charity night and raffle  

Shawside Juniors FC’s under 6’s 

now sport our logo every game 

Countryside Services Ltd made a donation and chose us to be their charity of the year 

          Get in touch
w: www.kidneycareuk.org/get-involved
t: 01420 541 424
e: fundraising@kidneycareuk.org

Jordan and friends arranged a 

24-hour gameathon and then a  

72 hour golfing challenge

Michael organised a series of 

virtual quiz nights
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Transforming the treatment of CKD  
New NICE guidelines introduce important changes designed to improve diagnosis and 
treatment of chronic kidney disease (CKD). 

All guidelines from NICE (the National Institute of 
Health and Care Excellence) are important because 
they directly determine the care we receive from 
the NHS and influence plans for health services. 
The highlights of new CKD guidance include removal 
of ethnicity from eGFR calculation, a new way of 
estimating the risk of needing dialysis or a kidney 
transplant, and a novel treatment to slow progression 
of CKD. 

 

New NICE recommendations on CKD 

• Do not adjust for ethnicity when calculating 
eGFR in people of African or African-Caribbean 
heritage. eGFR should be based on each 
individual and their muscle mass 

• Use the Kidney Failure Risk Equation (KFRE) to 
give adults with CKD and their family members/
carers information about their five-year risk of 
needing dialysis or a kidney transplant  

• Dapagliflozin is recommended as an option for 
adults with CKD* if: 

• It is added on to optimised standard 
care, including an angiotensin-converting 
enzyme (ACE) inhibitor or an angiotensin-
receptor blocker (ARB), unless these are 
contraindicated or not tolerated, and 

• eGFR is 25-75 ml/min/1.73 m2 and 

• Urine albumin-to-creatinine ratio (ACR) is 
22.6 mg/mmol or more or 

• Urine ACR is 3 mg/mmol or more and a 
person has type 2 diabetes** 

*  Due to lack of evidence, NICE does not recommend 
dapagliflozin for other people with CKD, including 
people with type 1 diabetes and organ transplant 
recipients.  

**  Since November 2021, dapagliflozin is no longer 
licensed as a glucose-lowering treatment for people 
with type 1 diabetes due to concerns about diabetic 
ketoacidosis 

Removing ethnicity from eGFR calculation 
GFR (glomerular filtration rate) is the amount of blood 
filtered through all the glomeruli (the tiny filters in the 
kidneys) in a given time. Direct measurement is time 
consuming and expensive, so GFR is estimated—the ‘e’ 
in eGFR. Until the new CKD guidelines were published, 
the eGFR calculation used a person’s age, sex and 
creatinine with adjustment for ethnicity, specifically 
African and African-Caribbean heritage. NICE now 
recommends that this adjustment for ethnicity should 
no longer be made when calculating eGFR. 

The inclusion of ethnicity in eGFR calculation and 
other algorithms in medicine has become increasingly 
controversial. Race is now recognised as a social 
construct (an identity assigned based on rules made 
by society), and does not accurately represent human 
genetic variation. It also ignores diversity within and 
among racial groups and may contribute to systemic 
racism in medicine. 

Dr Rupert Major, Consultant Nephrologist at University 
Hospitals of Leicester NHS Trust, comments: 
“The ethnicity correction was first developed in 
North America, where the ethnic breakdown of the 
population is different from that of the UK. It was 
based on the idea that African-Americans generally 
had higher muscle mass compared to White people, 
meaning that their eGFR was higher for the same level 
of creatinine. The resulting overestimation of kidney 
function could lead to inequalities in kidney care, 
because eGFR often determines timing of vascular 
access surgery, start of dialysis and transplant listing.   

“At the same time, we need to anticipate unintended 
consequences; for example, on patients’ eligibility 
for important treatments like metformin, or when 
medicines—for example, SLGT2 inhibitors (see below) 
or chemotherapy—are dosed according to eGFR. 
Interpretation of eGFR should always be individualised, 
and we should support and educate patients to 
understand its limitations and advantages,” he adds. 

www.kidneycareuk.org

“ I think that SGLT2  I think that SGLT2  
inhibitors will in time be inhibitors will in time be 
used as widely as ACE  used as widely as ACE  
inhibitorsinhibitors“   
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Introducing the Kidney Failure Risk 
Equation 
NICE’s new guidelines recommend that doctors 
should use the Kidney Failure Risk Equation (KFRE) to 
calculate the likelihood that someone with CKD stages 
3a to 5 will need dialysis or a transplant within the next 
five years. The KFRE combines an individual’s urine 
albumin-creatinine ratio (ACR), eGFR, sex and age to 
calculate this risk. The equation has been validated 
in more than 30 countries including the UK, and is 
currently the most accurate and efficient way of 
finding out an individual’s risk of kidney failure. 

Rupert says: “The KFRE means that we can give 
patients a clearer idea of their risk: for example, a 25% 
or one in four risk of needing dialysis or a transplant 
within five years is much clearer to a patient than 
being told that their kidney function is at 25%. More 
work is needed, but we hope that the KFRE will help 
to indicate the right time for a patient to be referred 
for their vascular access, so avoiding starting dialysis 
with a line. At the same time, KFRE may help to reduce 
unnecessary fistula operations for people who remain 
at the same eGFR for years. 

“The equation also highlights the importance of ACR, 
which probably has more influence on risk than eGFR. 
I hope that the KFRE will encourage and promote 
measurement of ACR, especially in primary care where 
we know that about two out of every three people 
with CKD and without diabetes do not get their ACR 
measured each year as recommended.” 

A new treatment to prevent kidney failure 
NICE’s CKD guideline recommended using a new class 
of drug, the SGLT2 inhibitors, to slow progression 
of kidney disease in people with CKD and type 2 
diabetes. More recently, in separate guidance, NICE 
has recommended that a specific SGLT2 inhibitor, 
dapagliflozin, can also be given to people with CKD but 
without diabetes (see Table).  

The SGLT2 inhibitors work by blocking 
the sodium glucose co-
transporter-2 (SGLT2) 
protein in the kidneys. 
This prevents the kidneys 
from reabsorbing glucose 
back into the blood so 
that it is excreted in the 
urine. At the same time, 
the SGLT2 inhibitors 
prevent kidney damage 
by reducing pressure 
and inflammation. They 
also help to stop protein 
from leaking into the 
urine, and reduce blood 
pressure and body 
weight. 

“As kidney doctors, we will have to warn patients and 
GPs that there is a small drop in eGFR after starting 
an SGLT2 inhibitor, which then stabilises, but we know 
that these drugs are safe and effective based on the 
clinical trials,” says Rupert.  

Dapagliflozin, like the other SGLT2 inhibitors, was 
originally studied and approved for the treatment of 
diabetes. Large clinical trials subsequently showed 
that, in both diabetic and non-diabetic CKD, adding 
dapagliflozin to current standard care with an 
angiotensin-converting enzyme (ACE) inhibitor (-pril 
drug) or an angiotensin receptor blocker (ARB; -sartan) 
is significantly more effective than standard care 
alone, reducing the risk of worsening kidney function, 
kidney failure, or death from causes related to the 
kidneys or the cardiovascular system.  

Rupert concludes: “The introduction of ACE inhibitors 
20 years ago transformed the management of diabetic 
and non-diabetic CKD. I think that SGLT2 inhibitors 
will in time be used as widely as ACE inhibitors and will 
revolutionise kidney care in the same way.” 

The Kidney Failure Risk Equation is funded by an educational 
grant from AstraZeneca, the manufacturers  
of dapagliflozin.

To find out more about NICE’s CKD 
recommendations, go to  
www.kidneycare.org/learn-more 
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By Mark Smith 

…to choose the
holiday you want

Let Freedom, the UK’s only Specialist Dialysis Holiday Company, take you there.

Freedom - The Dialysis Holiday Specialist Ltd.

Tel: 01509 815 999 • Fax: 01509 815 888
info@holidaydialysis.co.uk • www.holidaydialysis.co.uk

Whether you’re looking for a relaxing beach holiday in the Mediterranean or the Caribbean, exploring 
Australia, a City break or skiing in the Alps - with over 400 destinations worldwide the world is your oyster.
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And I will walk 
850 miles 
I have spent the last 12 months taking part in what I have 
called the ‘850challenge’. The challenge is to walk or run 
850 miles throughout last year to raise awareness of 
the 850 million people in the world with kidney disease. 
I am also doing this to raise vital funds for both Kidney 
Care UK and Friends of Harrogate hospital—my local 
hospital. The money raised during this challenge will see 
my total fundraising efforts over the past few years top 
a whopping £17,000. People have been so incredibly 
generous in a time of great hardship. At the time of 
writing, I have approximately 50 miles left to go, with 
four weeks to my end-of-year deadline.  

After years of difficult-to-control diabetes, which 
affected my kidney function, I was lucky enough to 
receive a simultaneous pancreas and kidney (SPK) 
transplant 11 years ago. But I also suffer from pernicious 
anaemia and Charcot foot, making this challenge a 
particularly difficult one to undertake. However, only 
walks in the countryside, wearing my walking boots, 
qualify toward the 850-mile target! Thank you to 
everyone who has supported this challenge.

http://kidneycareuk.org
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If you would like to watch the read 
through, please visit: 

www.qub.ac.uk/sites/
renal-arts-group/Projects/
TheStarmanbyWilliamJohnston/
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Feeling festive and 
enjoying Christmas on 
Treliske dialysis ward   

The Starman,  
The Superhero 
and The Wizards 
Kidney patient William Johnston, Kidney Care 
UK Patient and Advocacy Officer for Northern 
Ireland and Renal Arts Group Co-Chair, has found 
a unique way to share his story of organ transplant 
and donation. William spent 17 years of his life on 
dialysis, during which time he discovered a love (and 
talent!) for writing poetry and plays. After receiving 
his second kidney transplant, William penned a play 
that considered all aspects of the transplant journey, 
including perspectives from a patient on dialysis, the 
family of an organ donor and the healthcare staff who 
guide patients through the process. His script The 
Starman, The Superhero and The Wizards examines 
the physical and psychological challenges confronted 
by patients on dialysis who are waiting for a transplant, 
and the impact these challenges have on their overall 
quality of life, and family relationships and dynamics.  

The Renal Arts Group successfully sought funding 
from the Arts Council of Northern Ireland. This 
enabled William to develop his writing under the 
mentorship of award-winning playwright and producer 
Shannon Yee, which culminated in a read-through of 
the script by professional actors. The group initially 
planned for the read-through to take place in a 

theatre in front of an invited audience, but due to the 
restrictions imposed by the pandemic, the approach 
pivoted to an innovative online performance.  

The play aims to raise awareness and educate 
audiences about the realities of living with chronic 
disease and the importance of organ donation. 
The goal is also to encourage patients with chronic 
illness, including kidney disease, to explore the arts 
as a beneficial component of their rehabilitation 
by engaging with the performance and providing 
feedback on their experience. 

The Renal Arts Group shared the read-through 
on their social media channels on Saturday 11th 
December as part of Organ Donation Discussion Day 
to encourage everyone to have the chat and tell your 
loved ones your wishes.  

Dialysis can be challenging at the best of times, therefore, to spread some cheer and celebrate the festivities of 
Christmas in 2021, patients and staff at the Treliske Dialysis unit dressed up in their Christmas pyjamas.  
Here are a few pictures…  

http://www.qub.ac.uk/sites/renal-arts-group/Projects/TheStarmanbyWilliamJohnston/
http://www.qub.ac.uk/sites/renal-arts-group/Projects/TheStarmanbyWilliamJohnston/


F IRST CL ASS HAEMODIALYSIS CARE 
ON BOARD THE EUROPA 2

T H E  W O R L D  A H E A D  O F  U S

For further information, call our valued 
partner Cruise Dialysis who will take 
care of your cruise  booking; liaise with 
your dialysis unit and arrange your  
haemodialysis treatments onboard.

Phone 0844 995 1214
email contact@cruisedialysis.co.uk 
www.cruisedialysis.co.uk

Hapag-Lloyd Cruises,  
a TUI Cruises GmbH company

Heidenkampsweg 58, 20097 Hamburg,  
Germany, www.hl-cruises.com

Visiting faraway countries or travelling 
the world may seem like an unachievable 
dream for people who rely on dialysis. 
And yet these are dreams that have been 
coming true since 2013 on the EUROPA 2.  
We offer our guests a fully equipped 
haemodialysis station and care provided 
by dialysis specialists, in addition to the 

on-board hospital providing you with the highest standard of 
medical care. With state-of-the-art technology and our own 
osmosis unit, we can guarantee dialysis just like you get at 
home on almost every cruise on the EUROPA 2. We will schedule 
your dialysis times to ensure that you do not miss out on any 
detail of your cruise, providing you with peace of mind to enjoy 
the luxury atmosphere on board whilst sailing to some of the 
world's most idyllic destinations.

On board MS EUROPA 2, the casual luxury 
ship which was rated 5-stars-plus by the  
Berlitz Cruise Guide 2020, you can enjoy  
the freedom that takes you places in the 
company of a maximum of 500 guests  
and in a relaxed atmosphere.  

You will be staying exclusively in spacious 
outside suites, each with their own veranda 
and ocean view. In the OCEAN SPA and fitness 
area, a total of 10,764 ft² are dedicated to 
pampering your body and soul. And in the 
seven restaurants with free choice of seating, 
you will be treated to culinary moments of 
indulgence and stylish treats.

B2C_AZ_EUX_Dialyse_178x267_KidneyMatters_EN.indd   1B2C_AZ_EUX_Dialyse_178x267_KidneyMatters_EN.indd   1 30.11.21   15:5430.11.21   15:54
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If you would like to help us to produce Kidney Matters, 
then this is your chance!  

We are looking for volunteers to help proofread Kidney 
Matters. The magazine is published four times a year 
in spring, summer, autumn and winter. If you have a 
keen eye, can spare some time, or would just like to get 
involved, then we want to hear from you.  

Issue 16 | Spring  2022

For details on how to enter the 
competition please visit  
www.kidneycareuk.org/learn-more 
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Thank you to all those who 
have sent their photographs for 
the competition announced 
in the winter issue of Kidney 
Matters. We wanted to meet ‘the 
other you’ through one of your 
photographs, a life away from 
kidney disease. 

The competition closes 31st 
March 2022. Photographs will 
be judged by Richard Booth and 
winners will be announced in the 
summer issue of Kidney Matters.

Photograph 
competition: ‘the 
life that I have’ 

For more information, please contact  
Sumaya Masood at

sumaya.masood@kidneycareuk.org
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Volunteers 
required! 
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Kidney Dialysis at Home – ‘Health 
for All’ Welsh Roadshow 2022  
Kidney teams in Wales are on the road 
again! The aim is to hold education 
and awareness events for individuals 
and families living with chronic kidney 
disease (CKD) in an informal and 
friendly way during the summer of 2022.  

How it started 

Our first roadshow was held in 2019, it focused on the 
benefits of home dialysis. The five roadshow events 
started in south Wales, travelling to Bangor, then on to 
Morriston, Newport, and finally Cardiff.  

We chose to travel in a motorhome to show that 
peritoneal dialysis (PD) equipment could easily be 
set up in one, making road-trip holidays possible. 
Everyone supported each other, shared valuable 
information and experiences. There were tea and 
cakes, and we received great feedback.  

The roadshow was another way of supporting kidney 
teams to deliver kidney education. It demonstrated 
that patients and family valued receiving information 
in a less formal and non-clinical environment. One 
attendee said that “the roadshow was a really good 
friendly environment, less scary than a hospital clinic”.

It revealed that this simple approach provided 
emotional support, reassurance, confidence, and 
hope for the future to individuals living with CKD.  

Local kidney care nurses and home dialysis teams 
showcased their training facilities and dialysis 
equipment. Being able to visualise and handle 
equipment was welcomed by everyone. One attendee 
said, “I was amazed to see the machine – it wasn’t 
what I had expected.”  

Individuals receiving dialysis treatments in the home 
dialysis training units kindly took time out to share 
experiences. It was powerful to hear how home 
dialysis had changed their lives. Someone who was 
considering her dialysis choice, changed her mind 
from choosing unit haemodialysis (HD) to home HD.  

The 2022 summer roadshow 

Following on from the success of the 2019 roadshow, 
we wanted to facilitate an annual kidney roadshow 
event across Wales. However, the continuation of the 
roadshow was hindered by the pandemic. 

The benefits of home dialysis during the early days of 
the pandemic were clear. Individuals with advanced 
CKD dialysing at home had greater opportunity to 
remain well as they could avoid attending hospitals.  

With World Kidney Day declaring 2022 to be the 
year of ‘kidney health for all’, the Welsh Renal 
Clinical Network (WRCN), in collaboration with 
kidney professionals, charities, industry, along with 
individuals and families living with CKD, wants to 
champion this theme by calling our events ‘Kidney 
Dialysis at Home - Health for All’. 

The summer roadshow will be a perfect opportunity 
for anyone who wants to find out more about the 
benefits of home dialysis. Kidney teams across 
Wales will showcase how dialysis at home is providing 
additional benefits through innovative, flexible and 
tailored dialysis that enhances independence and 
flexibility to best suit each person.     

We aim to deliver a minimum of six roadshow events 
across Wales. However, if face to face is not possible, 
we will support a range of webinars.  

So, come along for an informal chat about all things 
related to kidney disease and meet people who are 
already receiving dialysis at home. The events are 
relaxed, and we look forward to welcoming you. Dates 
and venues will be confirmed and promoted during 
World Kidney Day 2022 – so watch this space. 

From left: Jen Holmes, Richard Davies,  
Susan Spence, Gail Williams 
and Jonathan Matthews  

www.kidneycareuk.org
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Applying for a Kidney Care 
UK grant

If you or someone in your family is a kidney patient, 
Kidney Care UK may be able to help you with a grant if 
you are struggling to make ends meet.

The application process is simple and speedy.

For more information go to:  
www.kidneycareuk.org/financial-support or call us 
on 01420 541424

Anthony’s storyAnthony’s story
Dear Kidney Care UK,  

 

I received a cheque for a two week break in 
September, I cannot thank your brilliant organisation 
enough for this generous gift. Like everyone else 
Covid-19 has impacted on all our lives, I would like to 
thank everyone at Kidney Care UK for their tireless 
efforts that they put in for patients who suffer from 
kidney disease.

You are truly wonderful and caring people, so thank 
you from my heart. You gave me something to enjoy. 

 

Yours sincerely

Anthony Leonard

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.                                                                                                 

How to order your own copy of  
Kidney Matters

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

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

3. Phone us on 01420 541424.

If at any time you want to update your 
marketing preferences or unsubscribe 
please contact us by phone or email 
or write to us at Kidney Care UK, 3 The 
Windmills, St Mary’s Close, Turk Street, 
Alton, GU34 1EF. 

Kidney Care UK will treat your details in confidence 
and in accordance with current data protection 
laws.  For further information on how your data is 
used and stored visit:

www.kidneycareuk.org/privacy

http://www.kidneycareuk.org/financial-support
http://www.kidneycareuk.org/sign-up
mailto:info@kidneycareuk.org
http://www.kidneycareuk.org/privacy


Run
Manchester Marathon  

3 April

Brighton 10K 
10 April

Great North Run  
11 September

Cycle
London to Paris Cycle  

20-24 July

Ride Across Britain  
10-18 September

London to Brighton Cycle  
11 September

 Walk
Kiltwalk Series  

April - September 

Peak District Challenge  
10 July

Thames Bridges Trek  
10 September

©Kidney Care UK 2021. Kidney Care UK 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).

Will you be our next

#KidneyWarrior?

www.kidneycareuk.org/challenge-2022

Take part this year

“Supporting K idney Care UK was “Supporting K idney Care UK was 
something I’ ll never forget”something I’ ll never forget”  

- - Elin raised £2,400 in 2021

http://www.kidneycareuk.org/my-kidney-warrior

