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Welcome to 
Kidney Matters

Hi all,

As I sit to write these words, the sun is shining, 
its nearly 30 degrees and the talk is of ‘Freedom 
Day’ - what could be better. But as we in the kidney 
community know, it’s not freedom day for everyone! 
Whilst the rest of the country seems preoccupied 
with flocking to the beach and the media argues 
with politicians over the suitability of Covid 
passports, many kidney patients and their families 
feel left behind. As we all know,  it’s all very well 
talking about exercising personal responsibility, but 
how do you decide, when you don’t have the 
information about your level of protection? 

At Kidney Care UK we will not let this matter drop. 
We continue to campaign to raise awareness of the 
concerns of patients and will continue to write to 
politicians and journalists as well as employers, to 
ensure their worries and anxieties are not ignored. 
In fact, our latest media campaign, working with 
many other national charities, was covered by the 
leading newspapers and news radio stations. In all 
this my one consolation is the knowledge that the 
community is full of fighters that simply don’t give up. 

  

 Please stay safe,

Paul Bristow, 
Chief Executive, Kidney Care UK

Welcome to the autumn issue of Kidney Matters. 

Whilst there is no escaping the fact that we have 
to continue to deal with uncertainty surrounding 
Covid-19 and whether vaccines have protected us 
sufficiently, we do seem to be a pretty tough lot.  
Judging from the amazing letters and emails we 
receive here at Kidney Matters, we still appear to be 
living the best life we can.  

One thing is for certain, despite this uncertainty, 
there are uplifting stories of great kindness and acts 
of heroism all around us.  

You will love to read superhero, Teddy’s story, the 
toddler who decided to raise funds for Kidney Care 
UK to help his baby brother, and will not fail to be 
moved by the events behind the face of our beautiful 
cover star, Aari, who, without even knowing it, went 
on to save the lives of two other children.  

Of course, not all heroes are children.  As two of our 
longest-serving Advocacy Officers retire, we learn 
about the many ways in which these two went way 
above and beyond to help the hundreds of kidney 
patients who turned to them for help, over their 
years with us.  

We also get an insight into what it really takes to 
balance life as a busy hospital cardiologist with 
kidney disease and the need for dialysis, and find 
out how a young woman, facing an avalanche of grim 
diagnoses, went on to find happiness, humour and 
peace in her life. 

We hope you enjoy the read.

Deborah Duval
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“This job has changed me. This job has changed me. 

We are not an emergency We are not an emergency 

service but often we are the service but often we are the 

last chance saloon.last chance saloon.“   
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Modern-day heroes: two of our 
incredible Advocacy Officers 
retire from the service   
Our team of Advocacy Officers are our front line; they are the trained professionals, 
often patients themselves, who support, guide and reassure us when our own journey 
through chronic kidney disease (CKD) is not going according to plan or we need 
someone to speak up on our behalf. We say goodbye and thank you to Kate Cresswell 
and Rob Finnigan. 

Kate Creswell has been an Advocacy 
Officer covering the South West,for 
nine years. She chose to be an 
Advocacy Officer after her father 
was diagnosed with CKD and needed 
dialysis. 
Kate’s father was a long-term cardiovascular patient. 
He had lived a fairly normal life, but his journey as a 
kidney patient started when a malignant tumour was 

found on his right kidney. This kidney was removed and, 
because the remaining left kidney was not functioning 
well, he had to start dialysis.  

Seeing the impact this had on his life, Kate took early 
retirement and her parents moved in with her and 
her family. In 2012, Kate saw an advertisement for an 
Advocacy Officer.  She took the chance, applied for the 
role, and started her journey supporting kidney patients. 

The role of an Advocacy officer varies, but at its 
heart is supporting patients. This may be by helping 
complete application forms for benefits, enabling 

small grants to pay for bills or fuel costs, or support 
through tribunals and conflict resolution, to name a 
few of the varied aspects of the role. 

Kate has a wealth of knowledge and has worked within 
healthcare for almost 40 years. In her experience, CKD 
is the most challenging condition to deal with. Kate has 
aided patients in poverty, homelessness and marriage 
breakdowns. Transport for haemodialysis patients 
remains another obstacle that she often sees. 
Transport delays mean that patients are connected to 
dialysis late and sessions may be shortened. 

Kate often sees patients with kidney disease suffering 
from hardship. She says, “This job has changed me. 
We are not an emergency service but often we are the 
last chance saloon.” 

Advocacy Officers are often faced with tough 
situations. Kate says, “The toughest part is when you 
are doing your best to help someone, sticking your 
head above the parapet. But the work is not always 
respected.”

“We do not do this for gratitude, we do it because we 
believe in what we are doing.” 

The role also has its benefits. Kate recalls, “Even the 
smallest grant is life-changing for some people, and 
being able to help them is the best feeling; success at 
Department of Work and Pensions tribunals is always 
very rewarding!” 

Kate’s wealth of knowledge and experience will be 
greatly missed amongst colleagues at Kidney Care 
UK. Kate says she will miss the interaction with kidney 
patients and their families the most but feels she is 
ready to retire. 

Kate says, “I am ready to go, I look forward to gardening 
and travelling. I am part of a book club so I will have 
more time for reading, and of course my two dogs will 
benefit from longer walks when I’m not working. My 
son’s fiancée is from India so a trip to India may be 
planned in the future to meet her family. I may also 
take on a voluntary role locally.” 

Gilad Jackman, a long-term 
dialysis patient was helped by 
Kate. He was only too happy to 
be offered the opportunity to say 
thank you.  
I have been on dialysis for over 30 years and 
have known Kate Cresswell for well over eight 
years.  She came in like an angel on a whisper 
of a wind to assist and guide me and my wife 
through a number of difficult renal-related 
problems that required an official, patient and 
authoritative guiding hand.   

Around five years ago we had further need 
of her expert assistance with an unresolved 
issue.  Kate took the reins and offered her top 
advocacy skills, never wavering once to obtain 
the best outcome she could for me and to 
reach out to us and to guide us through. 

I cannot even begin to imagine how my wife 
and I would have coped without her dogged 
capacity to make us feel considered at all 
times.  Her help made that difference at times 
of immense struggle. 

In Kate we trust.
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Message from Paul Bristow - Chief Executive, Kidney Care UK 

Patients and health professionals in the North West and South West of England will be familiar with Rob and 
Kate, who have been supporting patients and their families for many years. They are the people who have been 
looking after all those requests for patient support, promoting patients’ rights and ensuring that the voice of 
patients is heard in all the hospitals ‘on their patch’. 

With a lifetime of lived experience of renal care this remarkable duo always went the extra mile, literally 
sometimes, to be there for patients and families who wanted their support. 

Their passion and commitment were embedded in the values of the Charity, and thanks to them, will live on 
after they retire. We will miss them terribly but what a wonderful legacy they leave us. They are irreplaceable. 

On behalf of the kidney community, thank you Rob and Kate for your dedication, empathy and kindness – we all 
wish you good fortune in everything you choose to do in the future. 
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Rob Finnigan, a kidney patient himself, 
has made an enormous contribution 
to the lives of so many other kidney 
patients and their families in his role as 
Advocacy Officer covering the North 
West region. 
Rob’s work as a Kidney Care UK Advocacy Officer for 
the North West has been varied, rewarding and testing 
at times.  But he is adamant that he will never forget the 
many patients who have come to him for help, support 
and advice over the years.  

This help comes in as many different guises as there are 
people with CKD. Sometimes it is help with challenging 
a benefits decision; sometimes it is helping a patient 
understand what dialysis options exist and how these 
might impact upon their – and their family’s – lives; and 
sometimes it is just to lend an ear to someone who 
clearly needs to talk to someone ‘who knows what they 
are going through’. Advocacy embraces all these skills, 
and many more.  

Rob explains, “It really helps when people who have 
just been diagnosed with CKD realise that you really 
do know what they are going through, because you’ve 
been through it yourself. I find this especially true when 
talking to the men – who often seem all too willing to let 
their wife do all the talking for them! My own experience 
of CKD makes them feel more at ease with me. It’s not 
until people feel at ease that they open up and you can 
get to the root of their problems. 

“My most memorable cases have not necessarily been 
the ones with the happy endings – although we do achieve 
many great results with patients. The cases and the 
people I will remember forever are the ones who had 
the toughest time; the ones who had no one else to turn 
to and who felt they’d run out of options. These are the 
people I sat with for hours, the ones I read through reams 
and reams of legal or NHS documentation for and the 
ones whose thank you cards now mean everything to me.” 

Direct patient support is just one string to Rob’s 
Advocacy bow. His role has also seen him play a very 
active role in helping to shape services for kidney 
patients in the North West. Service improvement 
projects such as KQuIP (Kidney Quality Improvement 
Partnership – supported by Kidney Care UK and the 
UK Kidney Association) have seen the development of 
some really exciting initiatives, bringing together the 
expertise of local clinicians, service providers and the 
lived experience of patients.  

Rob explains, “These are hugely important projects, 
really driving change, in which no hierarchy exists: 
everyone contributes equally to deliver these service 
improvements. The North West KQuIP group is a huge 
success story.” 

According to Rob, his professional role as Kidney Care 
UK Advocacy Officer has helped him connect with 
many important local, regional and national projects. 

Members of the Guy’s 
transplant team in the 
operating theatre

Projects such as the expert patient group KPIN (Kidney Patient Involvement 
Network), and various research projects bringing the patient’s voice to the fore, are 
all set to vastly improve the service and quality of care offered to people with CKD.  

“I do think working for Kidney Care UK gave me a huge opportunity to influence a 
lot of people. Working for the Charity goes way beyond who I am and I have learned 
so much. There’s definitely a cachet that goes with being associated with Kidney 
Care UK. I am so grateful for all of these opportunities.” 

Whilst retirement does not appear to mean extended gardening duties for Rob, 
we are all happy to hear that he plans to remain very much at the heart of service 
improvement in the North West: “If they’ll have me!”.  

We think they will, Rob.  

Helen and David Johnson were helped by Rob. Here, 
Helen explains the impact Rob’s help had on their lives. 
We met Rob at a particularly difficult time for us. Not only were we still 
getting to grips with the magnitude of kidney failure and what this meant 
for David, but just to access some help, we were having to prove on a daily 
basis and to people we did not know how the illness affects David. We were 
promised the earth, but soon found out there wasn’t the support out there. 
That was until we found Kidney care UK.  

We were soon introduced to Rob who we hoped would be able to help us 
with our PIP claim. To say he helped is a massive understatement. Rob’s 
help, understanding and the compassion he has in his role as Advocacy 
Officer was way above and beyond what we could ever have hoped for. 
All through the case, the review and the court date he remained calm and 
guided us through every stage.  He gave the best hug when we won the day.  

When it was time for David’s next review, Rob was there again for us, 
meeting us to help us prepare and to explain the side-effects of this awful 
disease to people who have no idea. 

The one thing David found 
more comforting than anything 
was to know that Rob actually 
does understand how David 
feels. Rob was so humble 
when he told us about his 
own journey through kidney 
disease. But his knowledge 
shone through and made a 
massive impact on us as a 
couple and as a family, too. 
We honestly cannot thank him 
enough. 

Our modern-day hero. 

““These are the people I sat with These are the people I sat with 
for hours, the ones I read through for hours, the ones I read through 
reams and reams of legal or NHS reams and reams of legal or NHS 
documentation for, and the ones documentation for, and the ones 
whose thank you cards now mean whose thank you cards now mean 
everything to meeverything to me““  

We welcome anyone with experience of kidney disease to learn the sills 
required to become a Kidney Care UK Advocacy Officer. This could be 
you if you are a kidney patients, a family member or carer. For more 
information go to  www.kidneycareuk.org/ao-vacancies. 

If you need help and would like to speak to an Advocacy Officer in your 
area, please email us at info@kidneycareuk.org or call 01420 541424 and 
we will put you in touch. 

                                              C O N T I N
U
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A life-line:  
whole-organ pancreas 
transplantation for 
difficult to control 

diabetes    
We talk to Professor Peter Friend, Consultant 
Transplant Surgeon and Director of 

Transplantation, Oxford Transplant Centre, about 
who might benefit from whole-organ pancreas 
transplantation,  and what the future holds for 

people with difficult to control type 1 diabetes. 

More than 4.9 million people in the UK have diabetes. Of these, 
approximately 8% (392,000) have type 1 diabetes: a chronic condition 
where the body attacks the insulin-making cells in the pancreas. This 
means that the pancreas cannot produce insulin, which we all need to 
help our body convert glucose into energy.  

 Whilst many people with diabetes do manage to live a good life 
with few diabetes-related problems, many do not. This group go 
on to develop serious and life-threatening complications such as 
blindness, peripheral artery disease (PAD) sometimes requiring 

limb amputation, and many go on to develop chronic kidney disease 
(CKD) requiring dialysis. According to Diabetes UK, treating diabetes and 

the complications associated with diabetes across all four of our devolved 
nations costs the NHS approximately £14 billion a year.  

Diabetes is a serious condition. For the small percentage of those people with 
difficult to control type 1 diabetes who suffer from severe ‘hypos’ (hypoglycaemic 

attacks) or ‘hypo unawareness’ – where the blood-glucose level plummets to a 
dangerously low level without warning – two potential alternative treatments exist.  

One is islet transplantation (see Kidney Matters, issue 11) and the other is 
whole-organ pancreas transplantation. If a person with diabetes has also been 
diagnosed with CKD these two conditions may be treated with a simultaneous 
pancreas and kidney (SPK) transplant (see Kidney Matters, issue 12). But for 
people with difficult to control type 1 diabetes and for people in whom the 
pancreas part of their simultaneous pancreas-kidney transplant (SPK) has failed, 
transplanting a whole-organ pancreas from a single deceased donor may provide 
them with a solution. A successful whole-organ pancreas transplant has the 
potential to normalise blood glucose levels and relieve patients of the debilitating 
consequences of uncontrollable diabetes and the need to inject insulin.  

There are risks associated with all major surgery and whole-organ pancreas 
transplantation is no exception. This treatment involves major surgery and can 
only be considered where the potential benefits to the patient outweigh the 

risks associated with transplant surgery. Longer-term, all transplants require 
a post-transplant commitment to take immune-suppressing medication.  

This medication comes with its own set of risks.  However, when life 
with difficult to control diabetes becomes intolerable, a whole-organ 
pancreas transplant can provide a greatly enhanced quality of life.    

   FEATURE INTERV
IE

W
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Why are so few pancreas transplants 
carried out? 
Interest in whole-organ pancreas transplantation is 
increasing, and here in the UK we have seven units 
equipped with the skill and experience to carry out 
this surgery. However, only 209 people are currently 
activated on the whole-organ pancreas or islet cell 
transplant waiting list. Given the poor quality of life 
suffered by many people with difficult to control 
type 1 diabetes and the huge cost to the NHS of 
treating them, there is clearly a significant unmet and 
unrecognised need from patients who might benefit 
from being referred to pancreas transplanting units 
for assessment. This is a nationally commissioned 
procedure so anyone from any part of the UK may 
be referred for assessment and, if deemed suitable, 
receive a pancreas transplant to treat their diabetes. 

The operation itself is complex, but not unduly so. 
Our problem with pancreas transplants has more 
to do with two aspects of the procedure. The first 
is retrieval. A pancreas is a very fragile, delicate and 
difficult to handle organ which is easily (and quite 
frequently) damaged in the retrieval process, or found 
to be less than perfect even before it is retrieved. The 
pancreas does a lot more than produce insulin, which 
represents only a relatively small part of its overall 
activity. The role of most of the pancreas is to produce 
powerful enzymes that aid digestion. If the pancreas is 
damaged, these enzymes can go into overdrive, and go 
on to destroy the pancreas itself. When this happens it 
is called pancreatitis—an extremely serious condition 
which is difficult to treat. 

For this reason, we are extremely particular when it 
comes to organ selection and discard almost 50% 
of the organs retrieved for pancreas transplantation 
before we settle on ones that we feel will give our 
patients the very best chance of a successful 
outcome. This is unlike the selection process for 
kidney or liver transplants. In contrast, some less-
than-perfect kidneys or livers can still be successfully 
transplanted into patients and last a very long time.  

The second issue we have with the pancreas is testing 
its function post-transplant. It is very difficult to know if 
a patient is starting to reject their pancreas transplant 
because it is often too late by the time the blood sugar 
is high. So we have be especially careful to check that 
the drugs we give to prevent rejection are always at 
exactly the right dose for the patient.  

Transplanting a pancreas 
The native pancreas is situated at the back of the 
abdominal cavity, behind the stomach and intestine. 
When the pancreas is transplanted, the native 
pancreas remains in situ, and the transplanted 
pancreas is installed lower down in the abdominal 
space, on the right side. (see diagram) The short length 
of bowel that is transplanted with the pancreas is  
 

 
joined to the patient’s own small intestine, enabling 
enzymes produced by the pancreas (normally 
important in digestion) to pass into the bowel. 

Current research  
A lot of our research here in Oxford at the moment is 
concentrated on how to prevent pancreatitis. We know 
that a transplanted pancreas is most at risk in its first six 
months and are currently exploring ways to protect the 
organ through this critical, early post-transplant stage.  

Currently, if all goes well we can expect a whole-organ 
pancreas to last for at least 10 years, and in some cases 
a lot longer. Ten or more years free from the damaging 
side-effects and psychological strain of difficult to 
control type 1 diabetes represents a good outcome for 
many people.  

The complexity in talking to patients is in explaining the 
balance between the potential, often serious pitfalls 
associated with this treatment for diabetes and the 
quite substantial potential benefits that pancreas 
transplantation offers; ensuring patients have fully 
understood this balance is vitally important.  

Is whole-organ pancreas or islet cell 
transplantation the right treatment for you? 
If you have difficult to control type 1 diabetes and 
would like to find out if you might benefit from a whole-
organ pancreas (or islet cell) transplant, speak to your 
diabetes specialist or kidney consultant and ask to be 
referred for assessment. 

Illustration by Tasha Young, Falmouth University www.falmouth.ac.uk
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“It didn’t take me long to work  It didn’t take me long to work  
out that there was little point  out that there was little point  
transplanting transplanting a new kidney without a new kidney without 
tackling the cause of my kidney tackling the cause of my kidney 
failure. The diabetes had to go.failure. The diabetes had to go.““  

“I have had 21 years completely free I have had 21 years completely free 
from diabetes, thanks to my two pancreas from diabetes, thanks to my two pancreas 
transplants, the amazing generosity of three transplants, the amazing generosity of three 
families and the expertise and care of two families and the expertise and care of two 
transplanting teams.transplanting teams.““  

If you would like more information 
on whole-organ pancreas, islet-cell 
and SPK transplantation go to 
www.kidneycareuk.org/learn-more

LEARN M
O

R
E
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My pancreas transplants and me
I have never fully recovered from my first day at senior 
school. I didn’t start with everyone else because I was 
in hospital learning how to inject water into an orange: 
the precursor to injecting insulin into myself. I was 11 
and I’d just been diagnosed with difficult to control 
type 1 diabetes.  

When I did eventually join my classmates, the 
headmaster announced to the whole school assembly 
on my first morning, “There is now a diabetic child in 
the school and if anyone sees her ‘acting strange’ they 
are to report her to a teacher.” Their crash course on 
how to identify a hypo (hypoglycaemic attack - where 
the blood glucose level is too low), but cannon-fodder 
for the bully element, and I was regularly frog-marched 
to the school nurse for nothing more medical than a 
minor disagreement in the playground. 

The die was cast. My fractious relationship with 
diabetes did not improve over the course of the next 
50 years. 

Diabetic nephropathy is diagnosed 
By my late 20s my husband and I, perplexed at our 
apparent inability to make a baby, arranged for some 
tests to be carried out. I had never imagined a life 
without a noisy brood of children filling our home with 
little wellington boots and terrible art. Protein was 
identified in my urine (proteinuria) and we were left 
in no doubt by the consultant, that my body would 
never carry a baby through to full term. Or if it did, my 
child would not have its mother for very long. Chronic 
kidney disease (CKD) was diagnosed and  I was 
advised to reduce my working hours, plan for dialysis 
and prepare myself for what might be a long wait for a 
kidney transplant.  

This news consumed us. What on earth was dialysis? 
How would we pay the mortgage without my income? I 
would never be a mother.  

It didn’t take me long to work out that there was little 
point transplanting a new kidney in me without tackling 
the cause of my kidney failure. The diabetes had to 
go. I discovered that a new procedure, simultaneous 

pancreas and kidney (SPK) transplantation - where a 
pancreas and a kidney from the same deceased donor 
is transplanted - was being trialled in this country 
and early results looked promising. The UK was still 
recording single figures in terms of SPK recipients, 
but I hand-wrote a begging letter (this was 1989 – way 
before emails) to the three UK centres carrying out the 
procedure. Professor Sells in Liverpool agreed to meet 
me. My own renal consultant, John Barnes at my host 
unit at Royal Cornwall Hospitals (RCH) Treliske, made 
the formal referral and my name was soon added to the 
Liverpool SPK waiting list. 

Pancreas number one is transplanted 
Managing a life on peritoneal dialysis with difficult to 
control diabetes was not easy for me. I was extremely 
poorly and became emaciated and malnourished in 
my failing attempt to work out what diet to follow and 
how to quench a ‘hyperglycaemic-thirst’ (where the 
blood has a very high blood-glucose content) on the 
one pint of fluid per day I was allowed on my renal fluid 
restriction.  I’m not stupid, but none of it made sense. 
I was tired all of the time, awful sores developed on my 
skin and I struggled to find the motivation to carry on. 
Fortunately, in October 1994 Professor Sells carried 
out my longed-for SPK transplant. 

I will never forget waking-up in the intensive care unit 
after my transplant. Still on a ventilator and surrounded 
by machinery, tubes, drains and my mum, I realised 
that I was smiling. For the very first time in 23 years I 
did not have diabetes and I did not have kidney failure. 
I could blink and my eyes felt moist and not all gravelly 
as they had when my diabetes was out of control, and 
my skin was turning normal skin-colour. I practised 
fluttering my eyelashes at passers-by. It felt good. 
Someone had switched the sun on inside of me.  

I did have to return to dialysis just three years later, 
and was transplanted a second time in 1999 with a 
new kidney – which still functions well to this day. But 
eight years after my SPK transplant my transplanted 
pancreas also failed and I returned to an insulin 
and carbohydrate-counting regime to control my 
diabetes. The difficult nature of my diabetes started 
to impact upon my kidney function again and my 
eGFR (estimated glomerular filtration rate) started to 
decline. 

On the hunt for a second chance at life without 
diabetes, I was referred to the Oxford Churchill unit and 
Professor Peter Friend. I was nervous. With every mile I 
drove closer to the unit, I prayed. Hard. I had no plan B. 

I knew my age, weight, general good fitness level and, 
I suppose, the fact that I do not drink or smoke, would 
hold me in good stead in any medical assessment. 

Professor Friend talked about the potential pitfalls of whole-organ pancreas transplantation. 
The operation itself is high risk and the odds of a successful pancreas transplant for me were 
not that great.  

I can’t pretend I was listening. I was resisting the urge to throw myself across the desk to sign 
the consent form. All I wanted was the chance to return to a life without diabetes. 

Pancreas number two 
In 2008, after a five-year wait, I received my second pancreas transplant. Professor 
Friend was the transplanting surgeon on duty that night. I was once again quite 
sick after my transplant, and it took me six weeks to become strong enough to go 
home and a year to fully recover and return to full-time work. But the thing is, I did 
recover and felt even better than I had after my first pancreas transplant. The only 
reminder of the operation now is a fine scar running the full length of my body 
from my breastbone to my pelvis.  

Physically, post-whole-organ pancreas transplant my eye-sight improved, 
my diabetic gastroparesis (gastro-intestinal diabetic nerve damage 
making it difficult – and noisy – to digest food) eased significantly and 
I was bouncing off the walls with an energy I had never experienced 
previously in my adult life. My weight stabilised as my relationship with 
food normalised. Food was no longer ‘medicalised’ and I could eat 
when I was hungry and not simply to balance insulin doses injected. 
Psychologically, to be free from a five-insulin-injections-a-day regime, 
and to know I would no longer spend my days and nights oscillating 
between hypo- and hyperglycaemic attacks, liberated me. Moreover, I 
was no longer embarrassed to be me – all broken. I was mended. 

The treatment of type 1 diabetes has improved immeasurably over the 
years, and whilst I have had to deal with the loss of this second pancreas 
after 12 amazing years with a normal and steady blood glucose level of 
4.5 mmol/L (so, perfect), I remain pragmatic. In total, I have had 21 years 

completely free from diabetes thanks to my two pancreas transplants, 
the amazing generosity of three families and the expertise and care of 
two transplanting teams. 

I doubt I would be here at all, let alone working full-time and enjoying 
life as I most certainly do, without my experience of pancreas 
transplantation.  My best and most precious gifts, ever. How lucky am I.

By Deborah Duval 
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Living donors tend to play down their gift, but the truth 
is, the gift of a kidney to someone whose own kidneys 
do not work, is literally the Gift of Life. 

Speaking to Kidney Matters, Graham summed up this 
first post-op meeting with Joshua, “Seeing Joshua do 
all the things every little lad should experience—smiling, 
playing, having fun and being cheeky—is reward enough 
for me. From the moment I finished reading Mary’s 
story in the paper, I was determined to do my best for 
Joshua and give him the chance to enjoy life again. Who 
knows, looking at him today, I might even have secured 
our latest PSNI recruit! *

“We hope that, by sharing our story of hope and love, 
others will be inspired to think about organ donation 
and giving the precious Gift of Life.” 

“Here in Northern Ireland, we are blessed with amazing 
health professionals who go way above and beyond 
in their service to the people here. I am feeling well 
enough to return to work, but to see Joshua today is like 
seeing a different little boy, he is so full of energy. It is 
such an incredible thing to witness and be part of.” 

Mary adds, “Since July last year, our lives have been 
lived in slow motion. We have been living in ‘Joshua 
time’ and everything revolved around his dialysis. Just 
look at him today, he is having such fun and is so full of 
energy. The bond we all have with Graham will always 
be part of our family and our history now.” 

The last words must go to Joshua: “Graham is my hero, 
my best bud. He has given me my life back and I am 
very grateful.” 

Joshua meets his  
donor police officer
When a ‘police-mad’ little boy, recovering from a recent 
kidney transplant, receives an invitation to a personal tour of 
a police station by a Chief Inspector, it’s going to be a day to 
remember. What made that visit in July even more special for 
Joshua Dolan from Enniskillen was that the Chief Inspector, 
Graham Dodds, was also his living kidney donor.  

In November 2020 Mary Dolan made an impassioned plea in her local newspaper 
for someone to step forward to donate a kidney to her nine-year-old son, Joshua.  
Joshua had been born with only one kidney and this was functioning at 17% 
capacity, meaning he relied on regular dialysis sessions in order to stay alive.  

Mary’s emotional words—“basically, anyone can do this as long as they are healthy”—
were read by Police Service of Northern Ireland (PSNI) Chief Inspector Graham 
Dodds, whose life is dedicated to serving the community in Northern Ireland. Without 
hesitating, he put himself forward as a potential donor to help “the lovely wee fella”. 

Months of tests and assessments followed before it was confirmed that Graham 
was a match and fit enough to donate one of his healthy kidneys to Joshua. As 
their surgery date approached, Mary, Joshua and Joshua’s brother Ruairi penned a 
letter to Graham “from a family forever grateful for the courage and generosity you 
have shown for donating your kidney to Joshua”.  

Joshua’s big reward for enduring eight weeks of post-surgery isolation was the 
invitation to visit Graham at work – the historic Enniskillen PSNI station that was 
officially opened way back in 1936. Smiling from ear to ear, Joshua could hardly 
believe this day had finally come.  He is now ‘police mad’ and the icing on the cake 
was receiving his very own police hat, whistle and truncheon from Graham. 

The day’s itinerary included a tour of the whole building, including the cells and 
interview rooms, with Graham. No visit to such an iconic police station by a (now) 
energetic little boy would be complete without a police-car ride, with all sirens 
blaring at full-volume, around the entire complex. The day was rounded up with 
a cruise in the PSNI’s very own boat, ‘Lady Grey’, and a few poses in front of the 
photographers waiting to capture that first hug. We were not disappointed. 

Kidney Care UK’s two Northern Ireland Ambassadors, Jo-Anne Dobson (herself a 
living kidney-donor to her son Mark) and Andrew Cromwell, were there to witness 
the day’s events, fun and the obviously flourishing friendship developing between 
Graham and Joshua. 

Graham comments, “The bond between a donor and a recipient is always strong, 
but for me it has been a delight to watch Joshua enjoy a day here experiencing 
things he could only ever have dreamed about before his transplant.”  

“Graham is my hero, my best bud. He has given me Graham is my hero, my best bud. He has given me 
my life back and I am very gratefulmy life back and I am very grateful“  

“Seeing Joshua do all the  Seeing Joshua do all the  
things every little lad should things every little lad should 
experience—smiling, playing, experience—smiling, playing, 
having fun and being cheeky—is having fun and being cheeky—is 
reward enough for me.reward enough for me.“ 
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For over 25 years, excellent patient and transplant 
outcomes and the opportunity for patients and their 
families to plan a transplant means that living donor 
kidney transplantation has increasingly become the 
treatment of choice for suitable recipients - particularly 
for those who wish to avoid or minimise time on dialysis. 
However, the increased availability of deceased-
donor organs for transplant, concerns about donor 
safety2 and complex cultural and socioeconomic 
considerations3, mean that the uptake of living donor 
transplantation varies and numbers have remained 
relatively static since 2014. Despite this, the UKLKSS 
has continued to expand and is now the largest kidney 
exchange programme in Europe, with an international 
reputation for innovation and development.4 

What is the UK Living Kidney Sharing 
Scheme and how does it work? 
The scheme was established by NHS Blood and 
Transplant in 2007 to facilitate transplantation for 
recipients who were not compatible with their living 
donor due to blood group and/or human leucocyte 
antigen (HLA) ‘tissue type’ antibodies, as an 
alternative to antibody incompatible transplantation. 
The aim was to avoid antibody removal treatments 
and to improve transplant outcomes. The concept 
of ‘sharing’ kidneys was supported by a change in the 
law in 2006 - under the Human Tissue Acts, donor-
recipient relationships could be extended beyond 
the traditional scope of family and friends to include 
anonymous donors5,6.  

All kidney transplant centres for both adults and 
children participate in the UKLKSS and approximately 
23% of all living donor kidney transplants are achieved 
through the scheme.1 Quarterly matching runs are 
scheduled on an annual timetable and performed using 
computer software and a mathematical algorithm, 

developed in collaboration with colleagues at the 
University of Glasgow (Dr David Manlove and Dr Gregg 
O’Malley). Two-way (paired) and three-way (pooled) 
combinations of transplants are identified from a pool 
of registered donor-recipient pairs, alongside altruistic 
donor chains of up to three transplants, initiated by 
non-directed altruistic kidney donors (see Figure 1).  

‘Chains’ complete when a recipient on the transplant 
list receives the last ‘paired donor’ kidney. In this way, 
even people without a living donor of their own may 
receive a living donor transplant. The inclusion of non-
directed altruistic donors in the UKLKSS is now the 
default position, provided that there is no high-priority 
recipient on the transplant list to whom the kidney 
is offered first. Recipients can be registered with 
more than one donor to increase their chances, and 
compatible donor-recipient pairs, hoping for a better 
age- or HLA-matched kidney, are included. This is 
especially helpful for children and young people if their 
own donor is older or poorly HLA matched. 

Kidneys usually travel between donating and recipient 
centres without any impact on transplant outcome. 
Outcomes for UKLKSS transplants are comparable to 
direct, compatible, living donor kidney transplants and 
better than antibody-incompatible transplants1. 

What difference has the sharing scheme 
made for patients? 
Since the first matching run in April 2007, the number 
of donors and recipients registered in the scheme 
has increased to over 250 pairs every quarter, with 
85-100 transplants identified in each matching run, 
depending upon the make-up of the pool. Most 
patients waiting in the scheme could expect to be 
matched within one year (four matching runs), but this 
depends upon individual recipient and donor factors. 
The ‘game-changers’ are the non-directed altruistic 

The UK Living Kidney Sharing 
Scheme – transforming the lives of 
kidney patients   
In a normal year, about 1,000 people in the UK choose to donate as a living donor 
to someone in need of a transplant. This is remarkable. 97% donate a kidney and 
the remainder a lobe of liver. Before the pandemic, approximately one third of all 
kidney transplants were from living donors – mostly ‘direct’ transplants from a family 
member or friend donating to a loved one.  But an increasing proportion of living donor 
transplants is due to the generosity of strangers: non-directed altruistic or unspecified 
donors, and ‘indirect’ donation within the UK Living Kidney Sharing Scheme (UKLKSS).1    

donors with their unique ability to unlock chains of 
transplants in the UKLKSS and benefit patients on the 
transplant list. Compatible pairs are also making an 
increasing impact as more join the scheme, with over 
240 pairs included to date. Over 1,300 people have 
received a transplant through the UKLKSS, including 
250 as a result of non-directed altruistic donor 
chains.  

The impact of the UKLKSS has been dramatic, 
reducing the need for antibody-incompatible 
transplantation and increasing access to living donor 
kidney transplantation for Black, Asian, mixed-race 
and minority ethnic BAME recipients. Regardless 
of the ethnicity of the donor, a quarter of all the 
recipients in the UKLKSS are from a BAME background.

What next? 
The UKLKSS has changed the profile of living donation 
across the UK, exceeding expectations in offering 
patients who wait the longest the opportunity of a 
successful transplant. In the immediate aftermath 
of Covid-19 and the ‘stop-start’ of 2020, resuming 
quarterly matching runs from April 2021 was an 
immediate priority.  In the future, the UKLKSS has the 
potential to make a step change in living donor kidney 
transplantation—an ambition that is embedded in 
the new 2030 Organ Donation and Transplantation 
Strategy: meeting the need. 7 With this scheme, the 
UK is leading the way for kidney patients with one of 
the real achievements of the last 30 years. A huge 
thank you to all the living donors, recipients, transplant 
professionals and NHSBT colleagues behind the 
scenes who make it possible. 

Figure 1: Kidney exchanges Identified in quarterly matching runs in the UKLKSS

AD = Non-directed altruistic donor
D1/D2 = 1st or 2nd paired donor

R1/R2 = 1st or 2nd paired donor
WL = waiting list recipient

Fig 1 -illustration by Tasha Young, Falmouth University www.falmouth.ac.uk

By Lisa Burnapp and Matthew Robb

Lisa Burnapp  
Clinical Lead—Living Donation,  
NHS Blood and Transplant

Matthew Robb  
Principal Statistician, Statistics  
and Clinical Studies,  
NHS Blood and Transplant

For article references and to find 
out more about becoming a living 
kidney donor go to:  
www.kidneycareuk.org/learn-more
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Aari, our three-year-old 
toddler gave the gift of life   

The loss of a child is a terrifying prospect for any 
parent to comprehend, but in 2016 Jay and Sina came 
to face this unimaginable time when their beautiful, 
healthy little boy, Aari passed away following a tragic 
accident at home. After finding out that Aari had 
not survived the accident, Jay and Sina’s decision to 
donate his organs was instant.  

The decision 
“I have been registered on the Organ Donor Register 
since the age of 18,” says Aari’s mum, Sina, “and I hoped 
I could help someone else if the worst was to happen. 

“Aari passed away unexpectedly. Jay and I briefly 
discussed donating Aari’s organs, but we were still 
holding out hope that his condition would improve. 
Even though we were hoping for Aari to get better, deep 
down we knew the outcome was not going to be good. 

“At the hospital, when the doctors informed us that 
Aari didn’t make it, we raised the question of organ 
donation before being asked”.  

Jay explains, “The doctors were surprised, but if Aari 
couldn’t be helped any further, Sina and I felt strongly 

that we wanted Aari to help others. We asked the 
doctors to save every organ they could so that he 
could donate to other children.” 

The medical team did not expect this decision from 
Jay and Sina, and the couple did not feel any pressure. 
They felt that they could change their decision at any 
point should they have wanted.  

 “I didn’t realise how rare it is for a child to donate their 
organs. I thought it was quite a normal thing to do,” 
said Sina. 

“The nicest thing about this was that they gave us 24 
hours more with Aari. This was Aari’s life, this was not 
our life to give,” recalls Jay.  

Aari was taken to the theatre while Jay and Sina were 
supported by the medical staff. Aari donated seven 
organs in total, saving the lives of two children. Jay 
recalls that Aari’s body was treated with utmost care 
and respect and remembers how light his body felt 
after the operation. 

Sina adds, “We found the decision to donate Aari’s 
heart an easy one because we did not want another 
family to lose a child as we had. Aari could give 
someone a chance to live a full life and we did not want 
to deny another child that opportunity. 

“Jay and I are amazed at the miracle of modern 
medicine, and what can be achieved. From a tragic and 
grave situation, we were able to find a small silver lining.  

“We were worried for the recipient and their family in 
case the transplant didn’t go to plan, but we’re proud 
of what Aari has been able to do for another child and 
their family.” 

Aari Patel, a three-year-old from Croydon, died following an accident at home. For his 
parents, Jay and Sina, donating their son’s organs was an instant decision. Here, Jay 
and Sina explain the reasons behind their decision to allow Aari to become an organ 
donor and, in so doing, to save the lives of two other children.  

By Sumaya Masood, Deputy Editor

   FEATURE ARTIC
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Aari’s legacy 
“Aari was a miracle of IVF (In vitro fertilisation), as 
were his younger twin sisters, Asha and Iyla, and that 
miracle lives on because his organs live on through 
other children,” explains Jay.  

Jay and Sina received a letter telling them Aari’s organs 
had saved the lives of a boy and a girl. 

Sina recalls the special moment they received a letter 
from the recipient, “It was a surprise and we didn’t 
open it straight away, we waited for the right time to 
make it a special moment. 

“It’s comforting to hear about their little one and find 
out how things have been since the transplant. There 
have been some difficulties, but their child is back at 
school and doing all the things Aari would be doing. 

“People don’t have to write, but even if it is just a few 
words, your donor family will be so grateful. It doesn’t 
matter what you say, just sending a letter is enough – 
it’s a thank you. I imagine it was hard to write but it has 
meant such a lot to us and is something we will always 
treasure.” 

Jay and Sina went on to raise awareness of the need 
for more people to consider organ donation, in 
memory of their three-year-old, Aari. The couple 
has lent their support to several campaigns, events 
and initiatives since then, which all aim to encourage 
people to discuss organ donation. They were named 
‘exceptional volunteers’ in the first UK Awards for 
Excellence in Organ Donation and Transplantation. 
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““We found the decision to donate We found the decision to donate 
Aari’s heart an easy one because Aari’s heart an easy one because 
we did not want another family to we did not want another family to 
lose a child as we had…lose a child as we had…““  

““I didn’t realise how rare it is for I didn’t realise how rare it is for 
a child to donate their organs. I a child to donate their organs. I 
thought it was a normal thing to do,thought it was a normal thing to do,““  
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Children waiting for a transplant    
There are currently more than 200 
young patients and their families waiting 
for ‘the call’ that will offer them the 
chance of a much-improved quality of 
life with a functioning transplant. 

Most children who need a transplant are waiting for 
a kidney transplant (around 110 children in total) 
followed by a heart (around 40 patients) and those 
needing liver transplants (around 30). Other children 
are also waiting for lung, intestinal and multi-organ 
transplants. 

The general public, including people with kidney 
disease, are being encouraged to talk about organ 
donation, and for all members of the family including 
children, and share their decisions to help save more 
lives. Currently, the number of young organ donors 
remains static at around 50 a year. Parents that are 
asked about organ donation are less likely to donate 
their child’s organs. Only 55% of families supported 
donation for a relative aged under 18 in 2019/20. This 
compares to an average of 68% families agreeing 
overall in that year. 

Waiting for a transplant can seem like being in limbo, 
existing and not living. Imagine what it is like when it 
is a child that is in need of the transplant, not able to 
do what other children can, simple things like being 
able to play and eat normally. They are unable to 
enjoy usual childhood milestones as they should—
school, special occasions and day outs—and can be 
restricted by treatment like dialysis and held back 
developmentally. Their parents, family and friends 
provide amazing love, support and care but can’t 
ultimately give them (in most cases) what they need, 
an organ transplant. 

Where living donation is possible (usually kidney 
donation and more rarely liver donation) parents can 
be tested. If they can donate, it is an amazing gift for 

their child. But lots of children do not have a suitable 
living donor, so are relying on a deceased organ donor; 
and for some types of organ transplant, like hearts, 
only a deceased organ donor is possible. 

Organs for children are matched in the same way 
as for adults, using blood groups and tissue types. 
However, size is important for some organs; for 
example, heart and lungs where there is limited 
space in the chest. The best match often comes 
from someone with the same ethnicity and this 
gives the best transplant outcome. The number of 
organ donors from Black and Asian backgrounds 
is increasing, but more donors are needed to help 
patients on the waiting list. There is a continued 
imbalance between the need for transplants in Black 
and Asian communities and the availability of suitable 
organs with the right blood and tissue type. 

Waiting times vary for children. The average waiting 
time for a kidney transplant is around 10 months 
for a child, but is approaching two years for an 
adult. However, children waiting for an urgent heart 
transplant face waiting two and a half times longer 
than adults: 77 days rather than 32 days. 

Transplants are life-saving and life-transforming, and 
the impact is felt throughout the patient’s family, 
friends and wider circle. They are not without risks and 
require medication for life, but transplants give people 
a second chance. And when that patient is a child, who 
hasn’t experienced life yet, it is all the more powerful. 
In 2019/20, 230 children received an organ transplant 
in the UK, 112 having a kidney transplant – 70 from 
living donors and 42 from deceased donors. Sadly 
in 2019/20, 18 children died waiting for a transplant; 
none needed a kidney and the majority were waiting 
for a heart or liver. 

It is vital that all families talk about organ donation, 
and for everyone in the family, as children can also 
save lives and hundreds of other children who need 
a transplant. Please have the conversation today and 
share your decision. 

Article by Angie Scales  
Lead Paediatric Nurse, NHS 
Blood and Transplant

“Transplants are life-saving and Transplants are life-saving and 
life-transforming and the impact is life-transforming and the impact is 
felt throughout the patient’s family, felt throughout the patient’s family, 
friends and wider circle.friends and wider circle.“  

Visit our website for further 
information and joining instructions

www.yakg.co.uk

Join us for 10 days of virtual activities, 

performances and workshops hosted 

by the Young Adult Kidney Group in 

partnership with Kidney Care UK.

Our group offers mutual peer support, 

friendship and fun for people aged 

18 - 30 who have kidney disease.

Join our group on Facebook 
“Young Adult Kidney Group”, or 
follow us on Instagram & Twitter.

September 10th - 19th 2021 via Zoom

www.kidneycareuk.org
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Bring a pan of water to the boil. Peel 
and cut the potatoes into skinny 
chips and parboil for 5 minutes, then 
drain and leave to cool.  Pour the 
oil on to a baking tray and put in the 
oven for 3 minutes to heat the oil.

Mix the cornmeal or polenta, paprika 
and garlic powder together in a bowl. 
Toss the chips in the mix, then tip on 
to the preheated tray. Shake well, and 
then cook for 30 mins, shaking halfway 
through, until crisp and golden.

Preheat oven to 200°C/gas mark 6. 
Add frozen peas to boiling water, 
simmer for  2 minutes. Drain and blend 
in a food processor. Add chopped 
herbs, butter  and white wine vinegar. 
Blend briefly, retaining some texture 
then set aside.

321

Heat 2-3 tbsp of oil in frying pan 
and fry the fish fillets in batches until 
golden. A fillet should need approx. 
2- 3 minutes, each side, depending 
on thickness. Once cooked place on
kitchen paper to remove excess oil.

Repeat step 5 until all the fish is cooked,
wiping the pan with some kitchen
roll between each batch to avoid the
breadcrumbs burning. Serve the fish
with the mushy peas, chips and a 
wedge of lemon.

Cut fish fillets into long thin strips. Set 
up 3 bowls, with flour, beaten eggs and 
breadcrumbs. Pass each fish strip 
through the flour, pat off any excess, 
then the egg, and finally in the 
breadcrumbs. Place the breaded fish 
on a plate. 

654
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Low protein 
Low salt
Energy

Low phosphate
Low potassium
Carbohydrate

4

669Kcal

 

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

4

4

55g

K dney
K tchen

Everyday dish
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Ingredients 
Fish

600g plaice or sole fillet, skinless and 

boneless

2 eggs 

85g plain flour

85g Japanese panko breadcrumbs 

150ml vegetable oil

Mushy peas

500g frozen peas

1 tsp chopped mint

1 tsp chopped tarragon

25g unsalted butter

25ml white wine vinegar

Oven baked skinny chips

750g Maris Piper potatoes

2 tablespoons vegetable oil

3 teaspoons fine cornmeal or polenta

1 teaspoon paprika

½ teaspoon garlic powder

To serve

1 lemon (optional)

Homemade fish and  
chips with mushy peas
Prep: 20 mins •  Cook: 35 mins •  Serves: 6

This is a healthier way to enjoy a low potassium and low phosphate version of 
traditional fish and chips. 

Carbohydrate  The potato, breadcrumbs and flour are the main sources of carbohydrate in this main meal and the 
value has been provided for those who have been trained in insulin adjustment.

Phosphate/ potassium  By parboiling the skinny chips before baking, this twist on a traditional dish is suitable for 
anyone advised to follow a low potassium diet.  Keeping to the quantities listed in the ingredients and serving size, this is a 
low potassium recipe. 

This dish does contain phosphate, mainly due to the fish. However in these quantities it is low in phosphate and suitable 
for those following a phosphate restriction. If you have been prescribed a phosphate binder, ensure you take them with 
this meal.

Protein  This dish is high in protein which makes it suitable for those receiving dialysis. 

Special diets   
Gluten free: Use gluten free breadcrumbs and flour. Vegetarian / Vegan: The baked skinny chips and mushy peas 
are suitable for a vegetarian and vegan diet. Use a vegan substitute for the butter in the mushy peas. 

Cooking in the kidney kitchen with Che f Pa u l Ripley Cooking in the kidney kitchen with Che f Pa u l Ripley 
A healthier twist on traditional fish and chips served with mushy peas. This quick British  
classic will become a firm family favourite. 
Visit www.kidneykitchen.org for more recipes, videos and dietary information. 

http://kidneycareuk.org
http://www.kidneykitchen.org


Make an early date with your 2022 
Kidney Kitchen calendar

The walk  
Teddy walked over 3 miles (5 km) between 25 February 
and 11 March (World Kidney Day). Via sponsorship and 
donations made on Facebook, the family have raised over 
£600 for Kidney Care UK. Not only that but he has earned 
himself a superhero-themed medal and certificate in the 
process. 

Brotherly love 
Teddy’s younger brother Ollie was born in 2020, and 
at the 20-week scan, the family realised there might 
be some issues with his kidneys because his bladder 
wasn’t emptying. When Ollie was born, he spent some 
time in Special Care and there it was discovered that he 
had posterior-urethral valves (PUV), which required an 
operation to remove a blockage. He spent over 11 days in 
the hospital and, due to Covid-19, he hadn’t met his big 
brother or even spent time with his parents during this time. 

Superhero challenge  
Once the family got home, they realised how much love 
Teddy had for his baby brother. Apral, Teddy and Ollie’s 
mum, told us, “Teddy has really enjoyed raising money for 
the charity. We made the challenge fun; days out or our 
walks first thing in the morning when it was quiet. Teddy 
loved to stop to feed the birds and pick flowers. As soon 
as we discovered Kidney Care UK, we knew instantly that 
this was the charity we wanted to support, and we are so 
proud of him and the love he has for his brother.” 

Ollie will need to have a second operation and is likely to 
need a transplant when he is older. He is under the care of a 
specialist children’s kidney team as well as seeing dietitians 
and having regular tests to monitor his potassium levels. 

Robert Hope, Head of Fundraising at Kidney Care UK, 
added: “The medal and certificate aren’t needed to prove 
just how much of a superhero Teddy is. We have been so 
inspired by him at the charity.  Already at such a young age 
he has clearly made such a difference to his family, but 
now also to kidney patients like Ollie across the UK.” 

If you or a family member would like to take part in 
your own event, go to  
www.kidneycareuk.org/get-involved 

Superhero Teddy – 
toddler fundraiser    
Teddy signed up to walk over 3 miles (5 km) with 
Medal Kids to raise money for Kidney Care UK 
for his little brother Ollie, who was born with 
chronic kidney disease (CKD). 

Teddy with his superhero-
themed medal and certificate  

For many of us, forgetting important dates comes with the territory!  So we are not 
surprised to see more of our Kidney Kitchen calendars being ordered every year. 

For our 2022 Kidney Kitchen calendar, along with plenty of space for those 
little reminders to help jog our memory, we have twelve more delicious Kidney 
Kitchen recipes for you and your family to enjoy.  Each recipe has been cooked 
up by one of our talented Kidney Kitchen chefs and approved by the British 
Dietetic Association, Renal Nutrition Group (BDA RNG). So, you can be sure 
they are not only tasty and safe to eat too.

This year, we are also very happy to let you know that, for larger orders 
we are able to offer a special discounted rate along with the option to 
have your own personal message placed in the bottom right hand 
corner of each calendar - like the one Chef Ripley is holding.  

For details on how to place your order:

Patient, friends and family orders: 

For small orders up to 10 calendars  

go to  www.kidneycareuk.org/shop 

or call 01227 811662 to order.  

Calendars cost £6.50 each plus postage.  

Dietitians, dialysis units and KPA orders: 

We are happy to offer a discounted rate on bulk 
orders. For information on this and adding your 
own logo or personal message, go to

www.kidneycareuk.org/calendar-gift 

2022 
C A L E N D A R

““As soon as we discovered  As soon as we discovered  
Kidney Care UK, we knew  Kidney Care UK, we knew  
instantly that this was the  instantly that this was the  
charity we wanted to support, charity we wanted to support, 
and we are so proud of him and and we are so proud of him and 
the love he has for his brother.the love he has for his brother.““  

22 23

www.kidneycareuk.org

http://www.kidneycareuk.org/get-involved
http://www.kidneycareuk.org/shop
http://www.kidneycareuk.org/calendar-gift
http://kidneycareuk.org


Skin cancer risk is greatest in people with type 1 
skin—i.e. with fair skin that freckles and always burns 
and never tans, and often with blond or red hair and 
blue or green eyes—than in people with type 5 or 6 
skin that always tans and who are generally of Asian or 
African heritage. However, it is still possible for people 
with darker skin to develop skin cancer, especially after 
an organ transplant. 

“The number of moles or melanocytic naevi increases 
the risk of melanoma, especially if the moles are 
different shapes, sizes and colours (called atypical 
mole syndrome). These people need particularly close 
monitoring, together with ‘mole mapping’ where each 
mole is photographed and held in a database that 
clinicians can consult should there be any history of 
change in an individual mole,” adds Eleanor. 

What are the signs of skin cancer? 
BCCs vary in appearance: while some look like a scaly, 
red mark on the skin, others form a lump with a rim 
surrounding a central crater. If left untreated, BCCs 
can eventually cause an ulcer—sometimes called a 
rodent ulcer. Most BCCs are painless, although they 
can sometimes be itchy or bleed. SCCs can also vary 
in appearance, but usually look like a scaly or crusty 
raised area of skin with a red, inflamed base. An 
SCC can grow slowly or rapidly, and is more serious 
than a BCC because there is a small risk that, if left 
untreated, it can spread or metastasise to other parts 
of the body. 

Melanoma usually develops in or near a mole when 
the melanocytes become cancerous and multiply 
uncontrollably. Although melanoma is less common 
than NMSC, it is more serious because, if left 
untreated, the cancer can invade the surrounding skin 
and may also spread to other parts of the body such 
as the lymph nodes, liver and lungs 

Renal Association guidelines advise kidney transplant 
patients to check their skin regularly, and tell their 
doctor about any unusual change in appearance of the 
skin, such as: 

• New lumps, spots, ulcers, scaly patches or moles 
that have recently appeared 

• Marks (including moles) on the skin that have 
changed in shape, colour, texture or size 

• Sores that do not heal 

• Any areas on the skin that are itchy, painful or 
bleed 

Your GP can refer urgently via the NHS two-week wait 
skin cancer referral pathway if you do not already have 
regular follow-up with a dermatologist.  

Eleanor advises that checking your skin is particularly 
important as you get older. “While it can be normal 
to develop new moles in your 20s or 30s, the older 
you are, the more you should be alert to new lumps, 

bumps or any change to an existing lesion (size or 
shape or colour or itching or bleeding). Transplant 
patients should have a low threshold to see their 
doctor and never think that they are bothering doctors 
if they are concerned about their skin,” she says. 

 How is skin cancer treated? 
When diagnosing a possible skin cancer, the first 
step is a personal medical and family history. The 
dermatologist will ask how long the lesion has been 
present, how it has changed, and if it has produced any 
discharge or bleeding. The lesion will be palpated or 
felt and carefully examined using a dermatoscope (a 
handheld instrument rather like a magnifying glass).  

Eleanor says: “Often the lesion is not skin cancer and 
is benign. That is good, because it’s great to be able to 
reassure a patient that the lesion is nothing to worry 
about. We would not generally remove a benign lump, 
such as a cyst or lipoma, because there are risks to 
surgery such as bleeding, infection and scarring. 

“If I am concerned about a lesion, I either arrange 
to remove it completely or, if it is a large lump, I will 
remove a small section for a biopsy. Fortunately, BCC 
very rarely progresses, while less than one in ten SCCs 
will metastasise. There is a higher risk that melanoma 
will invade the surrounding skin and metastasise. This 
is why early diagnosis is so important. When patients 
present late, there is a high chance that melanoma has 
spread to lymph nodes, the lungs or liver and patients 
will need immunotherapy,” she adds.  

How can skin cancer be prevented? 
Since UV radiation is the main cause of skin cancer, 
protection against exposure to the sun, sunbeds or 
sun lamps is essential. This includes not only a high sun 
protection factor (SPF), broad-spectrum sunscreen, 
but also protective clothing (Table 2). 

Skin cancer is the most common type of any 
cancer in the UK. The risk is especially high after 
a kidney or other solid-organ transplant. How is 
skin cancer diagnosed and treated? And what can 
patients do to reduce their risk?  

There are two main categories of skin cancer: 
melanoma and non-melanoma. Melanoma, also 
known as malignant melanoma, is the fifth most 
common cancer in the UK. It originates from 
melanocytes, the skin cells that produce melanin, the 
natural pigment that gives the skin its colour. The two 
main non-melanoma skin cancers (NMSC), also known 
as keratinocyte cancers, are basal cell carcinoma 
(BCC) and squamous cell carcinoma (SCC). They 
differ from melanoma in developing from skin cells or 
keratinocytes in the epidermis, which is the outer layer 
nearest the surface of the skin.  

What causes skin cancer? 
The main preventable cause of skin cancer is damage 
to skin cells from exposure to ultraviolet (UV) radiation 
from the sun or sunbeds, especially during the first 
20 years of life (Table 1). People who have received a 
kidney or other solid-organ transplant are at higher 
risk of skin cancer, because the medications used to 
prevent rejection impair the immune system’s ability 
to repair or destroy cells damaged by UV radiation. 
The risk increases with time, so that in one UK study 
one third (32%) of people with a kidney transplant for 
more than 10 years had been diagnosed with NMSC. 

 According to Dr Eleanor Mallon: “The risk of 
developing skin cancer is said to be higher within 
the first five years of a kidney transplant. The type 
of immunosuppressant therapy is important. The 
risk is higher with azathioprine than with newer 
immunosuppressive drugs.” Eleanor is Consultant 
Dermatologist at Imperial College Healthcare and has 
a special interest in skin cancer. 

   Table 1: Factors increasing the risk of skin cancer 

• Skin that always or usually burns easily in the sun 
and never or rarely tans 

• Past episodes of severe sunburn, often with 
blisters, particularly in childhood 

• History of sun exposure; e.g. previously living in a 
country close to the equator, outdoor hobbies, 
outdoor work 

• A personal history of skin cancer 

• Skin cancer in a family member 

• Numerous moles  

 

K idney Cli n icK idney Cli n ic  
Skin deep: skin cancer after a transplant   

“Transplant patients 
should have a low 
threshold to see their 
doctor and never think 
that they are bothering 
doctors if they are 
concerned about  
their skin“  
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Table 2: Advice on sun protection for kidney 
transplant recipients  

• Never sunbathe and never use sunbeds or 
sunlamps 

• Use a high SPF, broad-spectrum sunscreen of 50 
with both UVB and UVA protection. Check for the 
UVA circle logo and use a sunscreen with 4 or 5 
UVA stars as well as a high SPF  

• Make applying sunscreen part of your morning 
bathroom routine. Apply every day to all exposed 
areas of skin including your central chest, backs 
of hands, and forearms 

• Apply sunscreen before going out in the sun 
and reapply every two hours when outdoors, 
especially straight after swimming and towel-
drying 

• No sunscreen will provide 100% protection, so 
wear a broad-brimmed hat that shades your 
face, neck and ears, and tightly woven clothing, 
including long-sleeved shirts and trousers. UV 
protective swim- and beachwear is also available. 
Sunglasses are recommended as they help 
reduce your risk of cataracts by protecting your 
eyes from UV radiation 

• Avoid the sun when the sun’s rays are strongest 
(11.00 am-3.00 pm). At all times, step into the 
shade before your skin has a chance to redden or 
burn 

• Remember that there may be as much UV 
radiation on a cloudy day or during the winter as 
there is on a sunny summer day 

 

Strictly avoiding sun exposure can reduce your 
vitamin D levels, so you may need to take a vitamin D 
supplement. NICE guidance advises that that all adults 
in the UK should take vitamin D between October and 
March to avoid deficiency. However, before buying any 
supplements, you should first ask your kidney doctor to 
check your vitamin D levels to avoid developing vitamin 
D toxicity or problems with your blood calcium level. 

Skin cancer surveillance: could do better 
“Guidelines recommend that skin should be checked 
by a healthcare professional at least twice a year 
up to five years post-transplant followed by annual 
surveillance. Gold-standard surveillance is by a 
dermatologist with a special interest in skin cancer 
in a post-organ transplant dermatology surveillance 
clinic. However, comparatively few units are actually 
providing specialised clinics for monitoring organ 
transplant recipients,” says Eleanor. 

A survey published in 2020 found wide variations 
in skin surveillance for kidney transplant patients 
in the UK. Of the 51 (86%) centres responding, 
28 (55%) provided skin cancer surveillance post-
transplantation, but in 18 (64%) of these, screening 
was by a non-skin cancer specialist. Only 21 (41%) units 
carried out a full skin examination. The 23 centres 
not providing skin cancer surveillance cited a range 
of limitations, including relying on patients’ reports of 
lesions (48%), lack of funding (48%), lack of training 
in skin surveillance (30%), time restraints in the clinic 
(30%), or they did not regard it as necessary in all 
patients (17%). 

Eleanor concludes: “The situation is likely to be worse 
now because of Covid-19, since only telephone 
consultations were available for skin cancer 
surveillance for several months during the height of 
the pandemic in 2020. Patients are advised to monitor 
their skin for any changes, but they become less able 
as they get older. People cannot check their backs and 
the back of their legs, and they need to see someone 
with the right experience and expertise. That is why the 
post-transplant dermatology surveillance clinics are 
important. The problem in some centres may be lack 
of resources, but it means that some kidney transplant 
patients are not receiving the recommended skin 
surveillance they need to reduce their known risk of skin 
cancer and manage skin cancer early, which is crucial.”  

Article by Sue Lyon  
Freelance Medical Writer & 
Editor, London

“Gold-standard 
surveillance is by a 
dermatologist with a 
special interest in skin 
cancer in a post-organ 
transplant dermatology 
surveillance clinic“  

“Skin cancer is the 
most common type of 
any cancer in the UK.“  

To find out more about skin cancer 
and sun protection for kidney 
transplant recipients, visit  

www.kidneycareuk.org/learn-more  
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Insight sessions 
The first phase of the engagement work successfully 
delivered three focused insight gathering 
sessions.  These included clinicians and healthcare 
professionals, community organisations, partner 
agencies, patients and carers based in the Midlands.  
We are immensely grateful to all for their active 
participation and continued support. 

The insight gathered has been rich in content and is 
based on lived experiences of experts from the kidney 
community and, more importantly, our target group for 
this pilot, the seldom heard and marginalised members 
of the South Asian kidney community.   

It has enhanced our understanding of South Asian 
chronic kidney disease (CKD) patients’ challenges 
across various service and support services. In this 
critical moment, as we come out of lockdown, the 
feedback and steer from participants confirms 
that we are far beyond tackling health issues in 
isolation. Effective communication and joint working 
between healthcare professionals, community 
partners, healthcare charities, patients and carers will 
lead to a more holistic and tailored approach to health, 
care and community support. 

Next steps  
We now hope to re-engage healthcare leads, partner 
agencies and engaged community stakeholders to 
begin the process of establishing a CKD Independent 
Advisory Group. 

The CKD Independent Advisory Group have many vital 
roles to play to enable Kidney Care UK to give practical, 
emotional and financial support in a culturally 
competent manner and become a trusted source of 
information and support for all communities. 

Some of these roles would be to provide a forum 
and listening to difficult to engage and marginalised 
communities and help anticipate how different 
communities may interpret responses to healthcare 
priorities. It would also serve as ‘critical friends’ and 
play a beneficial role during public health crisis and 
enhance community confidence by providing regular 
contact between healthcare providers and local 
communities.  

Covid-19 and vaccinations – supporting 
the Black, Asian and minority ethnic 
Communities 
As part of our webinar series on Covid-19 and kidney 
patients, a panel of clinicians, patients and faith 
leaders came together to share their knowledge and 
answer questions about the coronavirus vaccine and 
CKD. The session’s focus was on critical questions 
asked by people from the Black, Asian and minority 
ethnic community.  

Our special guest, Charlene White - host of ITV’s 
Loose Women and the main presenter of ITV local 
and national news – introduced the webinar. With 
an increased prevalence of fake news, people 
must rely on accurate and reliable information. 
Charlene emphasised the importance of everyone 
in the marginalised community to take the Covid-19 
vaccination and protect both themselves and 
their families, which can save lives. People from 
marginalised communities are four times as likely to 
die from Covid-19 but half as likely to have the vaccine 
than people from non-marginalised communities.     

For many Black, Asian and minority ethnic communities, 
faith plays a pivotal role in everyday decisions. Several 
faith leaders present on the panel provided an 
additional but essential perspective. They shared their 
personal lived experiences of supporting Black, Asian 
and minority ethnic communities since the advent 
of Covid-19, which we hope will help people make an 
informed decision based on facts and not opinions.  

Update on Black, Asian and 
minority ethnic engagement
As part of our commitment to challenging health inequalities within the Black, Asian 
and minority ethnic groups, Kidney Care UK has carried out several insight sessions 
as well as a Covid-19 webinar focussing on the critical questions asked by people from 
marginalised communities to ensure the support we offer to patients is equitable.  

www.kidneycareuk.org

Organ Donation Week 2021  
and ‘The Starman, the  
Superhero and the Wizards’ 
‘The Starman, the Superhero and the Wizards’ is a script written by transplant patient 
and Kidney Care UK Advocacy Officer for Northern Ireland, William Johnston, based 
on his own experience of dialysis, transplant and organ donation.  

William has developed his script over the past year with 
the aid of a grant from the Arts Council of Northern 
Ireland. Under the mentorship of award-winning play- 
wright and producer, Shannon Lee, this has culminated 
in a ‘work-in-progress’ readthrough of the play.  

The play examines the physical and psychological 
challenges confronted by patients on dialysis waiting 
for a transplant, and the impact these challenges have 
on quality of life along with family relationships and 
dynamics, with perspectives from transplant patients, 
their families, healthcare staff and organ donor families.  

You can watch a short excerpt from the readthrough 
on the Renal Arts Group website, and the play will 
be available to watch in its entirety, during Organ 
Donation Week 20-26 September 2021. 

https://youtu.be/qwDHPdinH9s

A gift in your Will helps us be there for kidney 
patients today and into the future

Every gift makes a difference

A third of our charitable activity is paid for by legacy gifts. Without them we simply  
wouldn’t be able to support as many people with kidney disease as we do.

If you’d like further information on leaving a gift to Kidney Care UK, call us on 01420 594 964

The Storm Will Pass by Andrew Gillespie, Renal Nurse, 
Belfast City Hospital

Article by Amjid Ali  
Engagement and Inclusion 
Lead, Kidney Care UK

To watch the Covid-19 webinar 
supporting the Black, Asian and 
minority ethnic Communities, go to  
www.kidneycareuk.org/learnmore
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Doctor on dialysis  
We rarely look beyond the white coat when we speak to a doctor. We assume they 
must be fit and well and can’t possibly understand what it feels like to have a chronic 
illness, to dialyse or to wait for years in the hope that a transplant will be offered. Dr 
Douglas Lee, a busy cardiology specialist registrar in Coventry, knows only too well.  

Deep down I knew something was wrong. Frothy urine 
and swollen ankles. My urine dipstix test indicated 
that I was passing loads of protein in my urine. My 
colleagues had rallied around me when I sheepishly 
approached them with my symptoms. I didn’t feel 
unwell, and yet I knew I could no longer hope this would 
go away on its own. “Doctors don’t get unwell” and yet 
they do as I can testify. 

I was diagnosed with nephrotic syndrome due to focal 
segmental glomerulosclerosis (FSGS) in February 
2002. I remember the day well. After giving an armful 
of blood for various blood tests that my junior 
doctor colleagues had arranged, I had gone home in 
preparation for the upcoming night shift on call. My 
phone rang and I was told, “The boss wants to see 
you”. I sat in front of the consultant whilst he spoke 
to the renal specialist. A renal biopsy followed, then 
numerous outpatient appointments and trials with 
steroids and various immunosuppressive tablets, and 
their side-effects.  

The diagnosis 
Like my fellow patients, I had googled FSGS. The 
statistics didn’t make good reading – “most people 
with FSGS end up on renal replacement therapy within 
5 years”. And so, in 2006, after gaining a few stones 
in weight from fluid retention and having stopped 
peeing altogether, I went into hospital to start urgent 
haemodialysis (HD). Peritoneal dialysis wasn’t an 

option as my blood protein levels were too low. I had 
deteriorated very quickly, too quick to allow a fistula to 
develop, so a tunnelled line was inserted expertly and, 
to my relief, painlessly by one of the renal specialists.  

It was a strange experience being on the ‘other side’. 
Being on the renal ward, the noise, the food, the wait 
for the doctors’ ward round, the lack of information 
and the burning desire to get home. Dietitians, renal 
specialist nurses, junior and senior doctors came to 
see me, most of them surprised to see a colleague 
before them, and unsure how to approach the 
situation. “I’ve never had to treat a doctor,” was very 
common. I smiled politely and told them to assume 
no prior knowledge. Reassured, they were now 
comfortable to continue in their role.  

Returning to work was a welcome relief from daytime 
TV and a distraction from my newly acquired patient 
status. Work colleagues and the hospital trust were 
supportive and watchful. I was able to hide my 
tunnelled line under my shirt, but the scars from 
my fistula were visible for all to see. “Bare below the 
elbows” cried the infection control police. Patients’ 
curiosity led them to enquire about my arm, and many 
were surprised at the reply.  

Seeing patients brought a new understanding. I could 
appreciate their fears and worries, lack of sleep from 
the noise, their need for information and reassurance, 
and the desire, in the majority, to get back to their 
own homes. After completing a ward round or an 
outpatient clinic, I would take myself off to the satellite 
dialysis unit, conveniently just recently opened on 
site at the hospital. Even here the dialysis nurses were 
nervous about needling me. “Assume I don’t know 
anything” - which I didn’t, as I had never worked in a 
renal unit, and had now specialised in cardiology.  

Being a patient and a doctor on the renal unit or 
hospital ward was at times difficult. I would never let 
people know my profession unless asked. But word 
gets around. It was difficult not to intervene, especially 
hearing a doctor struggle with a fellow patient’s heart-
related symptoms.  

A gift from my mother 
My mother gave me a precious kidney. My family and 
I were hopeful that this would free me from dialysis. 
But the kidney didn’t read the script, and some three 
weeks later, it was removed, having never produced 

a drop of urine and deciding to die off despite a good 
blood supply and all the anti-rejection medicines 
possible.  

A second live-donor kidney came unexpectedly from 
an amazing friend. Sadly, this went the same way as the 
first, with the experts uncertain of the cause. Ten years 
later came ‘the call’ that all transplant candidates hope 
for. Yet I was nervous and unsure whether to go ahead. 
Two good kidneys had failed before without reason, but 
now I had a family and a young six-year-old son. It was 

third time lucky, but not without complications. The 
connection of the urine drainage pipe to the bladder 
had fallen apart. An externalised drainage pipe was 
necessary (a nephrostomy) which lead to a number 
of infections. When I finally underwent my sixteenth 
procedure related to this transplant in order to be rid of 
the nephrostomy, my creatinine started rising soon after.  

HD became necessary, then the acceptance that my 
time with this kidney would soon be ending. My family 
and I had experienced 20 months free of dialysis. 
Despite the numerous hospital visits and stays, we are 
forever grateful for the donor’s gift. 

Coming home to dialyse 
Home HD has allowed me greater freedom to do my 
dialysis sessions at times to suit me. I can fit it around 
my job, on calls, training days, and my family. No longer 
do I need to disappear on Christmas Eve or Boxing 
Day. I can dialyse in front of my family and friends. My 
machine comes away with me on holiday as if it is part 
of the family.  

A functioning transplant would have been my and my 
family’s greatest wish, but with my medical hat on, it 
is an unlikely future prospect for me. Home HD is a 
wonderful second best, a situation I gratefully accept.

By Douglas Lee, Cardiology Specialist Registrar, University Hospital Coventry and Warwickshire 

“Seeing patients brought a new Seeing patients brought a new 
understanding. I could appreciate understanding. I could appreciate 
their fears and worries, lack of their fears and worries, lack of 
sleep from the noise, their need for sleep from the noise, their need for 
information and reassurance and the information and reassurance and the 
desire, in the majority, to get back  desire, in the majority, to get back  
to their own homesto their own homes“
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Remembering Calum
Losing someone is always hard. There are many ways of 
remembering a loved one. Many find a Kidney Care UK 
Tribute Fund is the perfect place to come together, share 
special memories and remember good times.  

A tribute fund is an online space to share treasured 
stories and photos with family and friends and, if you’d 
like, help to raise funds to support kidney patients through 
Kidney Care UK.  

For others, setting a challenge or taking some sort of 
positive action helps. Ross Connell and Rory Fish of 
Bristol, and Tim Beecroft of West Stockwith did just that 
by taking on the Edinburgh Virtual Marathon on 29 May in 
memory of their friend Calum, who sadly passed away in 
2008 due to kidney failure, aged just 13.  

Rory said: “It’s a tragedy that kidney disease still cuts too 
many lives short. Two functioning kidneys is something I 
personally take for granted as do most people. Now that 
we can (hopefully) see an end to the Covid-19 pandemic, 
we wanted to put ourselves through a testing physical 
activity to celebrate Calum’s life and raise a bit of cash to 
help all those who are battling and suffering from kidney 
problems every single day. 

“Cal had buckets of talent (and hair gel), not least as a star 
cricketer, and I know he’d have gone on to do incredible 
things. I also know he’d be grinning at the idea of Ross, Tim 
and I huffing and puffing our way through 26 miles in his 
memory. Calum had a great life and achieved so much in 
his 13 years that he remains an inspiration to those of us 
fortunate enough to have known him.” 

If you would like to  find out more about supporting us in 
memory of a loved one, get in touch with the team or visit 
www.kidneycareuk.org/in-memory 

Get involved!Get involved! Watch out for   
Organ Donation Week  
20 to 26 September 2021  
Eight  out of 10 people in need of a 
transplant are waiting for a kidney. Help 
us raise vital funds and awareness this 
Organ Donation Week, whether you’re 
taking part in Kidney Care UK activities 
or doing your own thing. Your support 
will make a huge difference. 
 
London Halloween Walk  
31 October 2021  
Why not challenge yourself to a hair-
raising hike around some of the city’s 
scary streets and historic haunts? 
10K, half marathon or full marathon 
distances available. 
 
Kidney Care UK’s Christmas 
Countdown  
As Christmas fast approaches, there 
are so many fun and festive ways for 
you to get involved. Challenge your 
friends, family or colleagues to a Festive 
Bake off or host a Christmas Jumper 
Day. Do a Santa-dash or host your own 
Christmas quiz! Why not have a browse 
of our Christmas cards and request 
your free Christmas Collection box? 

 

Whatever you decide to do, we will be 
there to support you every step of the 
way. 

A big thank you toA big thank you to  
Alison from Banbridge, Co Down, for supporting through 
her membership of the John Hunter Accordion Band in 
Mountnorris and Bandsmistress, Betty Stewart BEM.

To all our online gamers like Matthew Wotton (aka 
gobgnar), who raised over £750 streaming for 24 hours, 
and Kieran McLean (aka Blurr Staticz), who celebrated his 
2nd kidneyversary by undertaking a 12-hour charity steam. 

The Hiking for Harry team who raised more than £2,000, 
completing the Jurassic Coast Challenge in May in memory 
of their dad Harry.

Our fantastic Facebook Fundraisers who have raised 
more than £110,000 in the past three years!  

Rory, Tim and Ross, who completed the Virtual 
Edinburgh Marathon and raised over £4,000 in memory 
of their friend Calum.  

Emily Ward and all the local businesses who supported 
Emily’s charity tombola. Emily also donated a kidney to 
her mum! 

Shaun, Abbey and Joe, three of our #KidneyWarriors, 
who raised more than £2,000 walking the 46 miles from 
Middleton to Blackpool.

Maggie, and all of our dedicated stamp collectors 

Kev and all those at the Homebrew Electronica Show for 
hosting the Big Tunes Fundraising Festival  

Amy Parkes and her amazing kidney keyrings which raised 
£334.88. Amy is also taking to the skies for a sponsored 
skydive later this year! 

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

   

©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).

Get in touch and set up your fundraiser today:

Do you have a special day coming up?

Whether it’s your birthday, kidneyversary, 
wedding or retirement, you can dedicate 
your big day to help support people affected 
by kidney disease.

www.kidneycareuk.org/celebrate 

Your support makes a massive difference and we think that is something to celebrate.

Whatever the occasion, let’s celebrate together!

Ross and Rory

Calum

Team hiking for Harry
Maggie Parsons and grandchildren

Matthew and Declan Wootton
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But if I don’t allow myself the space to process what 
I’m feeling and rest, I soon feel exhaustion, anxiety and 
depression building. If I am kind to myself, turn towards 
what I’m feeling and have a good sob, shake, a wild 
dance or a ‘shriek-a-long’ to loud music I feel better 
(tears literally release sadness and stress hormones 
from our bodies).  

When I feel very upset or in physical pain I find that 
curiosity can ease it; “Ah so this grief is a tightness in 
my gut, a pain behind my eyes, an ache in my chest…” 
“Mmm…so my back feels kind of bruised…ah now it’s 
eased…” When you focus on your pain instead of just 

thinking “Oh God this is terrible” and making things 
worse with your thoughts, you notice its interesting, 
changing nature, making it less overwhelming.  

Mindfulness is about accepting things as they are. Not 
an easy task, but it can greatly reduce the struggle, as 
can the phrase ‘this too will pass’. 

‘Being real’ with empathic friends (and a therapist) 
is another ‘health and happiness booster’. It took 
me a while to get over my shame of being vulnerable 
but my - and my therapy clients’ experiences - have 
confirmed the scientific research that shows that a 
problem shared really is halved. Reminding myself that 
millions of other people are feeling similar (or worse) 
pain at any given moment also helps. I’m not alone! 

The joy of being alive 
Kidney disease isn’t going to stop my joy and awe at 
being alive on this miraculous planet and regarding my 
- albeit damaged - body as a living miracle. 

Rocking with the Reaper is available from:  
www.mindfulnessnottingham.co.uk/store  
Facebook: Jayne Pigford/Mindfulness Nottingham 
Twitter:  @PJaynie  

Article by Jayne Pigford  
“Mindfulness is about accepting Mindfulness is about accepting 
things as they are; not an easy things as they are; not an easy 
task, but it can greatly reduce the task, but it can greatly reduce the 
struggle, as can the phrase ‘this struggle, as can the phrase ‘this 
too will passtoo will pass“  

“On paper, my quality of life could On paper, my quality of life could 
be seen as less than ‘reasonable’, be seen as less than ‘reasonable’, 
especially given the year’s extra  especially given the year’s extra  
Covid-isolation. And yet…my Covid-isolation. And yet…my 
life is rich; I love my work as a life is rich; I love my work as a 
psychotherapist and mindfulness psychotherapist and mindfulness 
teacher, have brilliant friends and teacher, have brilliant friends and 
generally feel pretty happygenerally feel pretty happy”  
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Smiling against the odds 
Sometimes the cards stack up against you. You overcome one potentially life-crushing 
problem, only to be faced with two more. Jayne Pigford has spent years of her life 
battling a formidable series of health issues, including chronic kidney disease. But 
she hopes the experiences she shares in her book, ‘Rocking with the Reaper’ will help, 
amuse and inspire others to keep on going. 

I’ve been a patient for 30 years. I had deep vein 
thrombosis (DVT) in my legs at 18 and 21 and a 
diagnosis of lupus (systemic lupus erythematosus - 
SLE) but carried on studying, then working as a child-
protection social worker, partying and back-packing 
for six months. At 31 my ovary started randomly 
bleeding and two operations later, I developed 
irregular bleeding and clotting and got a new diagnosis 
of ‘catastrophic antiphospholipid syndrome’. 
Probably because I was so run down by my job, I soon 
caught pneumonia and MRSA, had a massive brain 
haemorrhage and, finally, complete organ failure.  My 
family were told I had hours to live.   

I left hospital after seven months; a yellow, moon-
faced skeleton with a prognosis that I probably 
wouldn’t play tennis again (I’d been really sporty) but 
may have a ‘reasonable quality of life’. I was retired 
from my career on ill-health grounds, stopped in my 
global back-packing tracks and swapped for a healthy 
model by my then-partner.  

Starting dialysis 
I started haemodialysis in 2011 and progressed to 
dialysing at home alone. Last January I developed 
arterial gangrene in my hand. I had some small cuts 
from gardening which couldn’t heal as my massive 
fistula was ‘stealing’ too much blood. I now have a 
chest line for dialysing.  

On paper, my quality of life could be seen as less 
than ‘reasonable’, especially given the year’s extra 
Covid-isolation. And yet…my life is rich; I love my work 
as a psychotherapist and mindfulness teacher, have 
brilliant friends and generally feel pretty happy, hence 
my writing a book about my experiences and calling it 
‘Rocking with the Reaper’. I wanted to encourage and 
connect with fellow patients, remind hospital staff 
how traumatic being a patient can be, and explain 
how reactions like rage are a normal part of trauma 
and feeling helpless, show the public how it is to live 
with kidney failure and make a friend of Death. My 
book also goes off on a tangent or two as I reflect on 
human nature and how we’re biologically ‘wired to 
connect’ and be kind, as exemplified by our amazing 
NHS. I question our current ‘system’ and offer hope 
for humanity.   

Mindfulness and happiness  
I show in my book how much mindfulness boosts 
my happiness and helps me to manage physical 
and emotional pain. Central to mindfulness is the 
conscious practice of being grateful. In Kenya, Asia and 
Central America, I saw how lucky I am to have running 
(heated!) water, a toilet, packed supermarkets, our 
amazing NHS and to be living like a queen compared 
to most people in the world. I’m also grateful that I can 
speak, eat, walk and breathe, having been unable to so 
at times. When I remember to look, there’s loads I’m 
grateful for, even on a bad day. 

My second mindfulness life-saver is ‘living in the 
moment’, focusing on my amazing senses. Have 
you noticed that it’s hard to feel unhappy as you eat 
tasty food, smell fresh-cut grass, listen to the birds, 
watch the clouds or feel the sun and breeze on your 
face, whilst getting ‘lost in thought’? And can’t our 
thoughts make us miserable? I wasted much of my life 
worrying about the future or going over the past. But 
once I began to stand back and ‘observe’ my thoughts 
(regular meditation can really help with this) I was able 
to catch myself— “Ah, there I go again, working myself 
up with negative thinking”—and return to the beauty of 
real life. 

Of course, physical and emotional pain is a real part 
of kidney failure and mindfulness reminds us that 
having self-compassion is central to our well-being. I 
was brought up to believe that ‘being soft’ was bad so 
I can be self-critical if I’m not a chirpy superwoman.  

http://www.mindfulnessnottingham.co.uk/store
http://kidneycareuk.org


Cycling to a healthier heart  
The UK CYCLE-HD trial shows that cycling for just 30 minutes during a haemodialysis 
(HD) session can help to promote heart health.    

The randomised trial included 101 adults who had 
been dialysing in centre for more than three months. 
The patients were recruited from three HD units 
and were randomly assigned either to continue on 
standard three-times-weekly HD (called the control 
group) or standard HD plus cycling three times a week 
during dialysis (exercise group).  

The exercise group used specially adapted and 
calibrated cycle ergometers (which measured the 
amount of effort by the muscles during the exercise). 
The aim was 30 minutes of continuous cycling 
three times a week during dialysis. Participants were 
given a month to build their confidence in using the 
equipment, and to ensure they could exercise for 
the time and intensity specified in the study. One of 
the researchers supervised each exercise session 
and monitored the intensity of exercise by each 
participant. 

 Healthier hearts 
The researchers assessed each participant’s heart 
before the start and at the end of the study using 
cardiac magnetic resonance imaging (CMR), which is 
the ‘gold-standard’ method of assessing the structure 
and functioning of the heart. At the end of six months 
the exercise group had healthier hearts, compared 

with the control group, in terms of a reduction in size 
of the left ventricle (called left-ventricular mass), less 
stiffness in the arteries and less scarring or fibrosis in 
the heart.   

The left ventricle is the heart’s main pumping 
chamber; if the muscular wall of the left ventricular 
grows larger (called left-ventricular hypertrophy), 
the heart has to work harder to pump blood around 
the body. This increases the risk of heart disease, 
including heart failure and irregular heart rhythms. 
This is why reducing left-ventricular size is thought 
to promote heart health and reduce cardiovascular 
disease (CVD) risk.  

Results of walking tests and step count did not 
improve significantly in the exercise group compared 
with the control group. The researchers suggest that 
this may be due to the relatively low intensity of the 
cycling exercise, as well as individual differences  
between the participants. The cycling also had no 
effects on physical activity or quality of life by the 
end of six months, possibly because this form of 
physical activity may not be enough to improve these 
outcomes. 

Participants in the exercise group were more likely 
than the control group to report adverse events or 

side effects, but none of these events was related to 
the cycling. The researchers suggest that, because 
they had less contact with the control group, adverse 
events in these participants may have also been 
under-reported. 

    Key findings from the study 

• The six-month programme resulted in a 
statistically significant reduction in the size of 
the left ventricle in the cycling group compared 
to the control group 

• Their hearts had less scarring (fibrosis) and the 
aorta (the large artery that takes blood from the 
heart to the rest of the body) was less stiff 

• Physical activity levels increased in the exercise 
group compared to the control group, but this 
was not statistically significant 

• At the end of the study, there were no 
differences between the groups in their quality 
of life, weight and blood pressure 

• Cycling during dialysis was safe, with no side 
effects associated with the exercise 

Why is this trial important? 
CVD is the leading cause of death in patients with 
kidney failure who are on in-centre HD. Like the rest 
of the population, HD patients have standard or 

traditional risk factors for CVD, such as high blood 
pressure, high cholesterol, cigarette smoking, 
diabetes, obesity and lack of physical activity. 
However, therapies used to target these risk factors 
have not been as successful in HD patients as in the 
general population not on HD.  

Doctors have concluded that the higher CVD risk 
seen in HD patients is compounded by other dialysis-
specific factors such as uraemia (high levels of 
blood urea), chronic kidney disease-metabolic bone 
disease (CKD-MBD), anaemia, fluid overload, and 
inflammation. The process of HD itself may also 
contribute to risk, especially if large amounts of fluid 
have to be removed during each dialysis session.  

An increase in the size of the left ventricle is known 
to increase the risk of CVD, heart attack and stroke 
and is commonly seen in people on HD. The good 
news is that this study shows that a six-month cycling 
programme during dialysis can reduce left-ventricular 
size and potentially improve the health of the heart in 
HD patients. 

Conclusion 
Further research is needed to confirm the results of 
this study in people who dialyse in other HD units. It 
also remains unclear whether exercise that reduces 
the size of the left ventricle will in the long term lead to 
lower risks of CVD and better survival among in-centre 
HD patients. There is likely to be more information 
about the effects of exercise during HD on quality 
of life and physical functioning from the PEDAL trial, 
which is due to report results in the near future.

“Cycling during 
dialysis was safe, 
with no side effects 
associated with the 
exercise“  
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“At the end of six months 
the exercise group 
had healthier hearts, 
compared with the  
control group“  

CYCLE-HD was sponsored by the University of Leicester 
and supported by the National Institute for Health 
Research (NIHR) and Kidney Research UK.

To find out more about the CYCLE-
HD study and the PEDAL study, 
visit  
www.kidneycareuk.org/learn-more
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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

Ron and Judy’s storyRon and Judy’s story
Dear Kidney Care UK,  

I would just like to say thank you very much for our 
new cooker. We had a little problem in the beginning 
when I thought I’d ruined the hob by using an old 
saucepan on the glass surface but after speaking to 
one of your staff and sending some photos I was told I 
just needed to get some hob cleaner!  

We had never had a glass hob before and I thought 
the stains were the enamel chipping off, but after a 
clean with Hob Bright, it was as good as new.  

Our old cooker was a death trap and money being 
tight meant a new cooker was not something we were 
in a position to get straight away, but you have helped 
us immensely.  

I’m back preparing lovely home-cooked meals again, 
ready for when Judy comes home from dialysis. 

Thank you all very much, you have been very kind and 
helpful.  

Kind regards 

Ron and Judy

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

There is a famous saying that ‘we can 
all do small things, with great love, 
but together we can do something 
wonderful’. At Kidney Care UK we know 
that by working together with others we 
will be able to help and support more 
kidney patients and their families. 

We already partner with a number of businesses 
and organisations who support our mission through 
collaborative projects, networking, influencing and 
financial support. Every partnership is unique, building 
on the values and strengths of those involved to the 
benefits of the people we support and those we 
partner with. But we are seeking more partners to help 
achieve more.  
Tom Johnston, Partnerships Manager at Kidney 
Care UK, explains, “The demand for Kidney Care 
UK continues to increase and we want to meet this 
demand, supporting more patients and more families. 
We believe building more partnerships with businesses 
can help us to do this. There is no one size fits all 
approach; we work with each company to understand 
how best we can support each other and there really is 
no limit to the ways we can work together to help more 
kidney patients live their lives to the full.” 

If you are a business owner, employee, or can suggest 
a potential partner, we want to hear from you. You can 

help create a partnership and a positive change. You 
can help support the three million people in the UK 
living with chronic kidney disease.  

Together we can do something wonderful.  

Get in touch 

fundraising@kidneycareuk.org   

01420 541424 

www.kidneycareuk.org/get-involved  

Together we can do something 
wonderful 

Auto Windscreens showcasing their new Kidney Care UK 
van livery

Kidney Care UK and the staff team at Marks & Spencer, Deal who raised £3,000 for Kidney Care UK

www.kidneycareuk.org
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Get in touch for information or support 

01420 541424  |  www.kidneycareuk.org

info@kidneycareuk.org

as Covid-19 restrictions ease 
We are here to support you 

©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).

Restrictions are starting to ease, but we continue 
to live with the threat of Covid-19. We know many 
people living with kidney disease and transplants 
are feeling anxious.

You are not alone. We are here to support you and 
your family. We are campaigning to ensure your 
concerns are heard and offer you practical advice, 
emotional support and financial assistance.  

• Campaigning for all kidney patients   

• Covid-19 guidance and webinars

• Local advocacy officers across UK

• Telephone counselling service

• Personal financial grants

• Health and wellbeing advice

kidneycareuk.org @kidneycareuk kidneycareuk

http://kidneycareuk.org

