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Welcome to 
Kidney Matters

Hello everyone,

On behalf of all of us at Kidney Care UK, I hope you 
are all settling in to the new year. So many of us have 
endured a year full of anxiety and worry, and along 
with the subdued seasonal celebrations, I know that 
a return to any form of “normality” may still feel a 
long way off. But I do firmly believe there is light at 
the end of the tunnel.

The vaccination programme is rolling out with a 
promise that all kidney patients will be vaccinated 
by mid-February, and we continue to lobby the 
Government to get vaccinations carried out at local 
kidney units. In addition, the Brexit deal means that 
holidays and respite, so vital to patients’ wellbeing, 
will continue to be supported by the EHIC or new 
GHIC cards. I am positive that 2021 will bring some 
relief to the whole kidney community.

However, as we start looking to life post Covid,  we 
must spare a thought for all the friends, family 
members and colleagues we have lost to this cruel 
virus. At Kidney Care UK we started the year with the 
sad news of the untimely passing of our Chairman, 
Donal O’Donoghue OBE. Many of you will have known 
Donal and of his huge achievements over the last 30 
years to support kidney patients and their care.   Our 
thoughts are with Donal’s wife Marie and his family, 
and all the other families who have lost a loved one.

Let’s all take  a minute to remember our friends and 
colleagues, and please stay safe.

Paul Bristow, 
Chief Executive, Kidney Care UK

Welcome to the spring 2021 issue of Kidney Matters.  

Whilst we know from experience that we can’t take 
anything for granted, there does seem to be a real 
sense of optimism in the air. 

As many of us receive our vaccination to protect us 
from Covid-19, welcoming back a level of freedom 
we haven’t enjoyed for an entire year, maybe this is 
the year to take a step back and remind ourselves 
that many of the really good things in life don’t need 
to be complicated or cost much. Just taking a walk 
outside in the fresh air again, reading your Kidney 
Matters a bit later in the day as the evenings become 
lighter, or cooking up a tasty kidney-friendly meal 
with some friends will make us smile again. 

As usual, we are bursting at the seams with up-to-
date news on what is going on in our world. In this 
issue, we take a close look at our most intimate 
relationships and offer some insight into how to 
position our chronic kidney disease (CKD) in these.  
We also shine a spotlight on how anaemia affects us 
and the life-transforming potential of simultaneous 
pancreas and kidney transplantation, and we hear 
from some truly amazing people with attitude (and 
CKD) who live great lives. 

 

Enjoy the read!

Deborah Duval
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Let’s talk about sex 
A diagnosis of chronic kidney disease (CKD) affects every aspect of our lives 
including the relationships we have - with ourselves and those intimate, 
sometimes sexual relationships we have with others. Here eight people, all in  
their 30s and all with CKD, share some of their experiences, fears and life lessons. 

We all carry the weight of not only society’s 
expectations but also our own preconceived notions 
for how we want our lives to turn out. As much as 
everyone values different things - relationships, 
children, careers, travelling or just finding inner peace 
and happiness - we all have something we want out of 
life. We often think that if we do things ‘right’, work hard 
and follow convention we’ll get there in the end.  

Having a chronic illness, in our case CKD, more 
than throws a spanner in the works; it throws the 
whole toolbox! Everyday life stress is compounded 
by contending with complex medical situations, 
symptoms, scars, extra kidneys and serious 
psychological implications, creating a life that none of 
us would ever have planned or wished for. 

Scuppered life-plans
Holly explains: “Before I got sick, I had a very clear idea 
of how I thought life worked and who I expected to 
become. I would finish university, then I would build 
a career, buy a house and somewhere in between all 
those milestones Mr Right would appear. He would 
eventually be followed by children and we’d be set.”  

Instead, we often feel as if we’re permanently in catch-
up mode, struggling to keep up with our healthy peers 
in a way that’s sometimes unrealistic. Brett says: “I 
would say my life started when I was 29, and three 
years on I’m still finding my feet and growing each day.”  

For Gemma, the most difficult aspect was dealing 
with the way her life changed as she became more 
unwell. She had to reassess what she was working 
towards. “I felt like I was being forced to say goodbye 
to the beginnings of those not quite fully formed plans 
and expectations for my future and that can only be 
summed up by one emotion – grief” she says. 

Perceptions of me
This emotional ripple effect of CKD extends far beyond 
the individual. Families, friends and partners must also 
deal with the impact: facing challenges like dialysis 
fatigue, mood swings and depression from steroids and 
financial pressures resulting from an inability to work.  

 Accompanying these anxieties comes sympathy, 
although as Jack explains: “I cannot stand the 
overwhelming positivity and optimism from those 
around me, because I want to know and accept what 

“Doing things this way 
doesn’t scare people away 
because it gives them a 
chance to see me before they 
see my medical condition.“  

   FEATURE INTERV
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could and will go wrong so that I can be mentally and 
physically prepared for the next ‘Act of my Renal Epic’ 
– a Nietzschean form of life-affirming pessimism. It is 
difficult to describe the reality of living with CKD to our 
confidants, and sometimes we wish they would just…
get it, almost like a Vulcan Mind Meld.”  

Gemma agrees. “I hate to worry my family if I am 
going through a rough patch and I tend to brush over 
the more serious issues. It often feels like we are 
programmed to make light of difficulties and show no 
weakness in the face of adversity.” 

 We all share a powerful desire to be equal partners in 
our relationships, not to be pitied or viewed as needing 
to be ‘looked after’. Sarah says that, while she can cope 
with what her illness throws at her, she still worries 
that when she is unwell her loved ones are impacted, 
missing out or having to change their plans to help her. 
“I’m scared of developing a relationship and having 
children because of the negative impact my health 
could have on them,” she adds. 

When do I tell them?
Even before these concerns arise, many of us worry 
about finding a partner, and maintaining a healthy, 
balanced relationship with our CKD as a sort of awkward 
third wheel. We all have different approaches to this, 
and some of us find it more challenging than others. “I 
know kidney disease isn’t a character flaw or personal 
failing.” says Holly. “I didn’t cause it and it doesn’t make 
me any less deserving of meeting the right person. It’s 
just one part of me, but I feel as if it’s influenced every 
aspect of who I am, from my physical appearance and 
my attitude to life, to my personality and social skills.” 

The physical impact of kidney disease should not be 
dismissed as shallow or insignificant.   It has a major 
impact on not only how we view ourselves, but also our 
assumptions about how a partner may view us. Holly 
states that her mental health and self-image have been 
so low at times she’s effectively given up on trying to 
meet someone. Worries due to transplant side effects 
like extra weight, skin problems and thinning hair affect 
her confidence to the point where she often wonders: 
“Well I wouldn’t want to date me, so why would he!? If 
he’s a nice guy he can do better.” 

Maddy Warren

“I know kidney disease isn’t a 
character flaw or personal failing. 
I didn’t cause it and it doesn’t 
make me any less deserving of 
meeting the right person.“  

5



“I am brave enough to face difficult situations, 
to have hard conversations with a partner and to 

walk away rather than tolerate something that isn’t 
making me happy. Because life really is too short. “  

Brett Dowds

Believing in me
It’s also important to note that low self-esteem can 
sometimes be a slippery slope into serious issues 
like emotional abuse and coercion. Young adult peer 
supporter Daymon believes it’s important to impress 
on all patients whom he supports, the importance of 
consent and that they have the absolute right to say no 
to something they don’t want to do. He says: “Emotional 
abuse is not acceptable in any kind of relationship. 
Supporting each other when you’re going through a 
rough patch should be something you do because you 
love your partner, not to throw back at each other when 
arguments happen or when one of you feels vulnerable”. 
He adds that men are statistically less likely to report 
any instances of abuse, due to feelings of shame and 
embarrassment. It’s vitally important to understand that 

having a health condition absolutely does not mean 
we need to settle for a partner who doesn’t 

treat us well or agree to anything we 
are uncomfortable with. 

Holly also 
wonders what 

would happen 
if she did meet 

somebody, and 
things were going 

well. “Obviously there would 
come a point where I’d have to 

say ‘I’ve had a kidney transplant, 
I’m mostly ok but I still take fistfuls 

of drugs every day and I might need 
another kidney in future.’ I always 

imagine any attempt at an explanation being closely 
followed by a polite excuse and a swift exit. It’s not him, 
it’s me,” she says. 

On the other hand, Maddy’s health challenges have 
influenced her attitude towards this topic in the 
opposite way and made her fiercely confident and 
independent. She says she speaks with genuine pride 
and positivity about dialysis and hopes her attitude 
will influence a prospective partner’s. “My humour and 
refusal to make a big deal of it means they don’t need 
to worry either. Their reaction is up to them and if they 
are scared off or can’t handle it then I absolutely do not 
need them in my life,” she says. 

Maddy adds: “I remember the precise moment I told 
my first boyfriend that I was on dialysis. We were 16, at 
school together and a new couple. Walking between 
lessons I casually dropped into the conversation that 
I would have to bring my peritoneal dialysis machine 
with me when I came to his house to stay. I have no idea 
where my confidence came from to tell him in such a 
blasé fashion, but I thank my lucky stars that he was the 
kind, supportive and thoughtful soul that he was.” 

Safe-sex , scars and satisfaction  
When it comes to sex and intimacy, Jack says he 
found it difficult to explain certain issues to his then-

partner. He worried that the physical and psychological 
difficulties that affected him might be taken the 
wrong way, and lead his partner to feel rejected 
and unwanted, even though this was not the case. 
“Ultimately, I was left feeling guilty and ashamed for not 
being able to perform my masculine responsibilities; a 
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black hole of self-confidence which further swallowed 
me up along with years of ongoing penile and urethral 
issues post-transplant. 

Body confidence is an issue for many healthy people, 
and in our community, things like scars, fistulas, lines 
and catheters add another layer of awkwardness to the 
situation, as we fear our partners might be confused, 
concerned or even outright repulsed by their presence. 
When to tell a sexual partner about these is a personal 
decision, though Maddy recalls that she never told her 
first boyfriend about her huge scars or PD tube, he 
discovered them himself and they were never an issue. 
She adds: “The confidence boost for me around how I 
viewed my body was immeasurable. If he could see past 
the imperfections, then so could I and that attitude has 
fortunately remained with me since.”   

The physical and emotional impact of CKD on a healthy 
sex life is rarely addressed by medical professionals, 
many of whom seem to avoid conversations about 
sex. As a young person, discussions with sexual health 
professionals promote the importance of a healthy sex 
life and taking appropriate precautions, for instance 
using condoms. However, the subject of sexually 
transmitted infections (STIs) is still an uncomfortable 
elephant in the room.  

Brett, who works for charity Kidney Wales, is keen to 
highlight that having open and honest discussions with 
your healthcare professionals about sexual health is 
critical. This includes understanding the reality around 
STIs, which are often viewed as potentially damaging 
to your existing kidney transplant or your chances of 
receiving one in future.

But I’d like to have a baby 
Similarly, discussions around fertility and pregnancy 
are rare. Sarah, transplanted at age 19, was still far away 
from considering the possibility of her future family, so 
she was distressed to suddenly be told ten days post-
transplant, that she “probably shouldn’t have children”. 

“The physical impact of 
kidney disease should not 
be dismissed as shallow  
or insignificant “

Holly Loughton

Sarah Harwood

“Good relationships do not 
always need to be sexual – 
sometimes they are just the 
person who can listen and 
understand who you are.” 
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She says: “Now watching friends get married and start 
families, I have a gnawing feeling I’m missing something. 
I thought back to that moment being told I shouldn’t 
have children and remembered I don’t like to be told 
what to do.” 

Sarah’s experience highlights how important it is for 
us to do our own research and take time to speak to 
healthcare professionals as well as to other patients. 
She says: “Having a transplant doesn’t mean I can’t 
have children. Yes, it makes it a bit more complicated, 
it would require careful monitoring, possibly a change 
in medications but it’s all about planning and support.” 
It’s also important to note that if physically having 
a baby isn’t a possibility then in some cases there 
are options for building a family through fostering or 
adoption.  

In spite of this, many of us still have mixed feelings 
about the future. Sarah says: “I’m terrified of the future. 
I hate planning and generally avoid organising anything 
too far in advance because I have had too many 
experiences of looking forward to things only for life 
to piss it up. My body can be physically unpredictable 
alongside dealing with ongoing mental health issues 
that like to rear their ugly head just when you think 
you’re getting back on track.” 

GSOH, CKD – shall we meet? 
Holly’s attitude now is that it’s not really about finding 
The Right Man. “It’s about me becoming The Right 
Woman. I need to reach the point where I’m ok with 
how things are, where I can acknowledge that while my 
kidney disease does impact me, and will have some 
impact on my partner too, there’s a bigger picture 
overall. I hope that to someone who can see this, the 
medical stuff really won’t matter all that much.” 

Many of us have previously tried online dating, and over 
the years Brett has learnt how best to portray himself 
and his circumstances to somebody he has met online. 
“The gay world can unfortunately be rather fickle, so 
I never thought seriously about having a long-term 
partner but I have dated. In the early years I would 
openly state that I had CKD, but in hindsight I realise 

“I wish I could warn everyone 
diagnosed with type 1 diabetes 
to take this condition very 
seriously indeed.“  

“I wish I could warn everyone 
diagnosed with type 1 diabetes to 
take this condition very seriously 
indeed.“  diagnosed with type 
1 diabetes to take this condition 
very seriously indeed.“  

Persons name here

Jack Bartley

Gemma Bird 

“Amongst all the challenges, 
a combination of personal 
confidence and solid support from 
loves ones is what helps us cope“ 
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For more information on sexual 
health or to access our counselling 
service, go to  
www.kidneycareuk.org/learn-more 
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this might have scared people away. Now I approach 
the topic of my health differently.  

“When I first speak to somebody I will focus on how I 
love life; we will talk about travel, going out, festivals, 
‘normality’. Eventually I’ll speak about my job too, which 
is usually a clue to the fact I’m a kidney patient myself. 
I have found that doing things this way doesn’t scare 
people away because it gives them a chance to see me 
before they see my medical condition.”  

Amongst all the challenges, a combination of personal 
confidence and solid support from loved ones is 
what helps us cope. Maddy says: “I have come to 
the conclusion that facing my mortality so early on 
did set my personal values bar extremely high. I am 
brave enough to face difficult situations, to have hard 
conversations with a partner and to walk away rather 
than tolerate something that isn’t making me happy. 
Because life really is too short.”  

Gemma feels that sometimes we are our own 
worst critics and can hold ourselves to harshly high 
standards.  Her best advice came from a close friend 
who said “It’s okay to have a bad day. It’s okay to cry if 
you want to and rage about the unfairness of it all.” She 
told me “We have been dealt a bit of a shitty hand and 
we are allowed to be sad if we need to.” 

Brett is also grateful for the power of wonderful 
friendship. “In all the ups and downs, my best friend 
was my rock and got me through many rough patches. 
Good relationships do not always need to be sexual – 
sometimes they are just the person who can listen and 
understand who you are,” he says. 

Learning to live with the cards that life has dealt us can 
sometimes be impossibly hard. In Sarah’s case she 
says: “I never could have imagined my life being like 
this, so holding on to that image of what could have 
been now seems redundant. Sometimes you just have 
to tell the fear, the uncertainty and the ‘what ifs’ to do 
one. Be realistic, be adaptable and try not to listen to 
people telling you no too much.” 

Persons 
name here

Photography and front cover image by Richard Booth  
www.richardbooth.co.uk   To view the ‘Survivors: Life Unfiltered’ exhibition 
by Richard Booth & Maddy Warren, go to www.survivorslifeunfiltered.co.uk

“The physical and emotional 
impact of CKD on a 
 healthy sex life is  
rarely addressed  
by medical  
professionals.“

DaymonJohnstone

Sarah Green
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Simultaneous pancreas and  
kidney transplantation –  
tackling two debilitating chronic 
conditions in one go 
Over 40% of kidney patients receiving dialysis also have diabetes. For some of those 
with insulin-dependent diabetes the option exists of having a simultaneous pancreas 
and kidney (SPK) transplant. For many patients who receive a SPK transplant, life is 
completely transformed for the better.

 

   FEATURE INTERV
IE

W

A simultaneous pancreas and kidney (SPK) transplant 
is a big operation. In general, it is a much more complex 
operation than a kidney transplant by itself. The 
transplant operation lasts longer (four to eight hours on 
average) and involves two separate transplanting teams: 
one team preparing the pancreas for implantation 
and a separate team preparing the patient for the 
pancreas transplant. After the pancreas is transplanted, 
the kidney is then implanted. Both organs will have 
been donated by one deceased donor and will be 
transplanted into a patient with insulin-dependent 
diabetes mellitus and chronic kidney disease (CKD).    

Which patients will be offered a simultaneous 
pancreas and kidney transplant? 

Not everyone with CKD and diabetes is suitable for a 
SPK transplant. Our national guidelines stipulate that in 
order for a patient to be considered suitable for a SPK, 
they will have insulin-dependent diabetes and have less 
than 20% kidney function. Most people who have a SPK 
transplant have type 1 diabetes, but occasionally people 
with type 2 diabetes who require insulin injections will 
also be eligible for an SPK transplant.  

People with type 1 diabetes tend to have been 
diagnosed at quite an early age (in their early teens 
or twenties). Their pancreas has ceased to produce 
insulin due to an auto-immune condition. Those with 
type 2 diabetes tend to be diagnosed later in life; these 
patients still produce insulin from their pancreas but 
the body’s ability to act on the insulin signal is reduced. 
In other words, they have insulin resistance.  

Over the course of several years, some patients with 
diabetes will go on to develop various forms of organ 
damage.  One of these is called ‘diabetic nephropathy’ 
(or ‘diabetic kidney disease’). Diabetes can also damage 
the eyes, nerves, and blood vessels. 

We know that a good quality pancreas, transplanted 
along with a kidney from the same deceased donor, is 
likely to work well in a selected group of patients with 
diabetes.  

The transplant work-up 

When we meet a patient with insulin-dependent 
diabetes whose kidney function has declined to less 
than 20%, we assess their individual suitability for this 
form of treatment, as this will not suit all patients. Every 
person is different, with different expectations and a 
different medical history. So, in a series of consultations, 
we consider what the best treatment for this individual 
might be and talk through all of those options.  

One of the first questions we would ask ourselves when 
considering someone for a SPK transplant is ‘are they 
fit enough to withstand and recover from this complex 
surgery?’ If a patient is deemed to be clinically obese, 
they may be asked to lose weight in order to mitigate the 
additional risks and anatomical difficulties associated 
with complex surgery in obese patients. We also look 
at a patient’s overall health and consider many other 
issues, including:  

• Whether they have any heart disease 

• The health of their blood vessels 

• How much abdominal surgery they’ve had in the past 

Whilst there is no national upper age limit for SPK 
transplants, most patients tend to be under the age 
of 60 years, as younger patients are more likely to 
be able to withstand this type of major surgery. That 
said, if a patient is over the age of 60 years but meets 
the qualifying criteria we would still consider them for 
the SPK transplant programme. It’s a case-by-case 
decision. It’s very rare for a child to be suitable for a SPK 
transplant. This is because it usually takes many years 
for advanced diabetic nephropathy to develop in a 
patient with diabetes.  

The work-up for a SPK transplant can seem intense and 
protracted. There are often a lot of tests and we need to 
discuss what will happen in theatre, the risks of complex 
surgery, what recovery will look like and any potential 
complications that may occur during and after surgery. 
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“We expect that the insulin secreted from the implanted 
pancreas will bring that patient’s blood sugar level down 
within minutes.“

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

11



Donor selection and organ retrieval 
A pancreas suitable for transplantation will usually have 
come from a young, slim donor with few chronic health 
issues. This is because the pancreas is more sensitive 
to obesity than other organs in the body. The pancreas 
is a delicate organ, and it is close to many other organs 
such as the stomach and liver, and many major blood 
vessels. Therefore, it is more susceptible to being 
damaged in the organ retrieval process.  

So, sadly, patients are often called in for a pancreas or 
SPK transplant and, just a few hours later while they are 
in the hospital, we discover that the pancreas we had 
hoped to transplant is not suitable for implantation due 
to fat within the pancreas or damage. The transplant 
cannot go ahead. This is such a disappointing time for 
the patient and the transplanting team. 

The SPK transplant operation 
The operation is carried out under a general 
anaesthetic. A large, usually vertical, incision is made 
in the patient’s abdomen. The artery and vein of the 
donated pancreas are then sewn into the patient’s 
artery and vein in the right-hand side of their lower 
tummy. The intestine that comes attached to the 
donated pancreas is sewn into patient’s intestine.  

Through the same incision, the artery and vein of the 
donated kidney are sewn into the patient’s artery and 
vein in the left-hand side of their lower tummy. The 
ureter (the tube carrying urine from the kidney) is sewn 
into the patient’s bladder. A small, soft piece of plastic 
tubing called a stent is placed inside the ureter to help 
it heal.  The patient’s own kidneys and pancreas are 
left in place, if they are still there.  Once blood flow to 
the transplanted pancreas has been established in the 
operating theatre, we expect that the insulin secreted 
from the implanted pancreas will bring that patient’s 
blood sugar level down within minutes. And then, 
within an hour or so on the intensive care unit (ICU) the 
patient’s blood sugar level will be completely normal. 
As a surgeon, this is very satisfying to see. On the other 
hand, it can take a few days for a transplanted kidney to 
start working and for the patient to come off dialysis if 
they were on it before the transplant. 

Outcomes 
A pancreas transplanted along with a kidney from 
the same donor tends to last longer than a pancreas 

transplanted alone. This is because any signs of 
rejection tend to also affect the kidney. Rejection in 
the kidney is quickly identifiable and can therefore be 
treated swiftly and effectively. 

Most patients who have a SPK transplant leave hospital 
within two weeks of surgery. About one out of every 
three patients who have an SPK transplant needs to go 
back for more surgery in the first week or so after their 
transplant. Sometimes patients have major problems 
after SPK surgery and occasionally (about one out of 
every ten patients) the transplanted pancreas needs 
to be removed due to bleeding, infection or blood 
clots within it. 

Most patients do very well after an SPK transplant – free 
of the ties of dialysis, insulin injections, and daily blood 
glucose monitoring. Some patients with good pancreas 
function after an SPK transplant notice that nerve or 
eye damage due to their diabetes gets better.  

 

Average SPK transplant survival rates per 100 
transplants (UK) 

Pancreas – where the patient has good blood 
sugar control and does not require insulin 

• At one year:  85 - 90 

• At five years:   80 - 85 

• At ten years:   50 - 60 

• Many have good pancreas function for longer 

Kidney – where the patient is free from dialysis 

• At one year:  90 - 95 

• At ten years:   75 - 80 

• Most will have good kidney function for  
 between 15 and 20 years

Article by Chris Callaghan
Consultant Kidney and Pancreas 
Transplant Surgeon, Guy’s and St 
Thomas’ NHS Foundation Trust, 
London

“Most patients do very well 
after an SPK transplant – 
free of the ties of dialysis, 
insulin injections, and daily 
blood glucose monitoring.“

To read more about SPK

transplantation and transplant 
figures go to  
www.kidneycareuk.org/learn-more 
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Walk this way – thanks to my 
simultaneous pancreas and kidney 
transplant 
If you’ve lived with insulin-dependent diabetes and chronic kidney disease the joy of 
successful transplantation is immeasurable.

By Mark Smith 

I was diagnosed with type 1 diabetes when I was 14. Not 
only did this diagnosis determine a lifetime of injections 
and blood monitoring, but it also impacted on the 
potential career I’d wanted in the RAF. Diabetes would 
ultimately also take a huge toll on my body. Despite 
doing my best to manage it, over time parts of my 
body began to suffer. Problems started with bladder 
issues, male impotence, stomach problems (diabetic 
gastropathy) and eye issues (diabetic retinopathy). As 
I approached adulthood, it also started to affect my 
kidney function (diabetic nephropathy). 

Kidney disease was picked up as part of a study carried 
out by York University, in which I participated.  Despite 
attempts to manage the decline in kidney function I was 
soon referred to a nephrologist. In 2007 Dr Laboi told 
me the damage to my kidneys was irreversible and that 
I would need a transplant. We also discussed the option 
of an SPK transplant.  

If ever there was a ‘no brainer’, this was it.  

I would need the kidney transplant anyway and in order 
to protect the transplanted kidney I would require 
immunsuppressing medication. Diabetes had damaged 
my native kidneys, so it was likely that it would damage 
any transplanted kidney too. I knew a SPK transplant was 
a longer, more complex and higher-risk operation. But it 
made perfect sense to me that I should go for it.  

Receiving the call
I was listed for an SPK in December 2008. The call 
came just eight months later on 6 July 2009. By this 
time things in my life were really very tough. I was having 
constant hypoglycaemic attacks (‘hypos’) that were 
so severe that I often required paramedic intervention. 
My wife Caroline and I had been through three failed 
IVF attempts and, just a month before the call, I had 
been made redundant from my position in the bank. 
Also, along with the other health issues I was trying to 
manage, I knew I would never fully recover from the loss 
of my younger brother who had been killed in a road 
accident in 1995. It was a low point in our family. 

So the transplant signalled a real change of direction 
for us. I spent 17 days in hospital. Most of that on the 
intensive treatment unit (ITU) as I had suffered a 
major bleed.  

My recovery started the moment I arrived home. The 

The power of having sufficient energy to be able to walk 
is overwhelming. At first it was just walking around the 
block. But within a year, I had climbed Mount Snowdon. 
That same year we had a successful IVF treatment. A 
short while later we had the opportunity to meet the 
donor family through their own charitable work.  My donor 
was a 24-year-old victim of manslaughter. This meeting 
was followed up by considerable media exposure and an 
appearance on the Daybreak TV programme.  

Since then, the pancreas and kidney (and two daughters 
– our second being adopted) have given me a new lease 
of life. In 2015 I walked the Yorkshire three peaks and 
in 2016 I completed Hadrian’s Wall – raising £3,000. 
Hadrian’s Wall was walked with my donor’s mother and 
was an immensely rewarding experience for both of us.  

A new career opens up
I now work with Kidney Care UK on their Patient Advisory 
Group and am an ambassador for organ donation for 
NHSBT. Over the past few years, I have been invited to 
attend many events as an ‘inspirational speaker’ and 
have won a couple of local awards for my work raising 
awareness of the benefits of organ donation and 
transplantation.  

And I still walk, 20 miles to me now is just a simple 
fun walk. This has all been possible because of my 
SPK transplant, the expertise and care I received 
and continue to receive from the transplant team at 
Manchester Royal Infirmary, and the gift of this amazing 
life that I received from my donor. 
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Dice the chicken and stir into the 
marinade, cover and leave in the 
refrigerator for at least three to four 
hours or overnight.  

Pre-heat the oven at 200C/ gas mark 
6. If using wooden skewers soak 
them for 30 minutes before use.  
Thread the chicken on to 4 skewers.

For the marinade, mix the yogurt, chilli 
powder, ginger paste, garlic paste, 
three tablespoons of lemon juice, 
tandoori masala and two tablespoons 
of olive oil.

321

Low protein 
Low salt
Energy

Low phosphate
Low potassium
Carbohydrate

4

404Kcal

 

FOOD  FAC
T

Si

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

4

27g

K dney
K tchen
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Whilst cooking the chicken, prepare 
the raita. Grate 80g cucumber and 
chop the mint leaves finely, stir into 
the yogurt.

Remove the tandoori chicken from 
the skewer and serve with a warm 
chapatti and a good spoonful of raita. 
Slice the remaining cucumber and 
serve on the side.

Place skewers on to an oven tray 
and cook for 20 minutes.

654
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Ingredients 
Tandoori chicken:

400g Chicken breast fillets 

2 teaspoons Kashmiri chilli powder

3 tablespoons lemon juice

225g low fat natural yogurt

2 tablespoons ginger paste

2 tablespoons garlic paste

2 tablespoons olive oil 

2 teaspoons tandoori masala

4 chapatis

Raita:

150g low fat natural yogurt

1 cucumber (approx. 320g)

5g mint leaves

Spicy tandoori chicken 
with chapati and raita
Prep: 4 hrs 30 mins •  Cook: 20 mins •  Serves: 4

This healthier but equally tasty version of a traditional dry tandoori chicken 
has no added salt and is low potassium. This is quite a spicy dish, adjust the 
balance of spices to your taste. 

Carbohydrate  The main source of carbohydrate in this dish is the chapati which is based on a 40g weight. 
Carbohydrate values have been included for those trained in insulin adjustment.

Phosphate/ potassium  Keep to 100g cooked chicken per portion in order to keep the potassium content low. 

If you are prescribed phosphate binders, ensure you take them with this dish.

Protein  This dish is high in protein so makes a good choice for those on dialysis.

Special diets 
Gluten free: If served with rice instead of chapati this recipe is naturally gluten free.

Healthier option  We have used skinless chicken breast to keep this a low fat option and a low fat yogurt.

Cheaper option  You can make your own garlic and ginger paste by crushing 6 garlic cloves with 2.5cm of root ginger. 

Storage  Allow to cool and store in an airtight container in the fridge for up to two days. Reheat thoroughly before 
serving. Do not reheat cooked rice if using.

Cooking in the kidney kitchen with Gabby Ramlan 
Tandoori chicken is a northern Indian dish prepared by roasting chicken marinated in yogurt 
and spices. Served with chapatti and a minty raita, it is a delicious authentic meal.   
Visit www.kidneykitchen.org for more recipes, videos and dietary information. 

http://www.kidneykitchen.org


Breaking the silence 
Living with kidney failure is a lifelong challenge.  
Sabina Saeed, a transplant recipient, bravely breaks her  
silence on some of the social stigmas often faced by people with 
chronic health conditions within the Black, Asian and minority ethnic 
(BAME) community. Here she takes us through her journey.  

How it began  
On 28 March 1981, the world welcomed two babies, my twin sister and me. We were both healthy 
babies. Everyone was extremely excited as we were the first twins in the family. However, fate 
had something different planned for us. I was born with congenital kidney failure. Blocked 
ureters and constant infections led to my right kidney being infected and enlarged; I was two 
months old when it had to be removed. 

Following years of various operations and complications, I didn’t have a growing bladder. As 
a result, I had to wear nappies and had a urostomy bag for most of my school life. It was very 
embarrassing, I was bullied and felt very alone. It was then that my only, much-loved kidney 
failed. I started haemodialysis and my life stood still.   

“It was then that my only, much-loved kidney failed. I 
started haemodialysis and my life stood still.“

My transplant  
In 2001, my mum offered to donate one of her kidneys to me. Following rigorous testing, we 
found that she was a perfect match and I was finally transplanted. Life started to move on again. 
I qualified as a beauty therapist and opened my own business. It was one of the happiest and 
proudest moments of my life.  

Unfortunately, it wasn’t to last and my transplant failed in 2016. Back on dialysis and feeling so 
poorly affected my ability to work. My business, that I had so lovingly built, suffered. I had no 
choice but to close it. I felt I had gone back 20 years whilst everyone else moved on. 

 I lost hope of ever having another transplant. Belonging to a BAME background, I knew all too 
well that the chances of finding a potential match were slim. It is well known that not enough 
BAME families consent to organ donation, resulting in longer waiting times for others like me.  

 However, fate once again changed its course and I got the call. I was lucky enough to have a 
second transplant on 15 September 2019. I will always be grateful to my donor and their family 
for giving me another opportunity. Today I am healthy and studying a nutrition course. I am very 
positive about my future, but the stigma of having a lifelong disease never leaves me. 

My struggle with social stigmas 
 The social pressures of living with a chronic disease in some BAME communities can be 
draining. My battle with kidney failure and the memories of me being ‘ill’ are  still etched in 
people’s minds. That is how I am perceived. That is how people remember me. That is all who I 
have become, the ill child, the ill sibling or the ill friend. But I am so much more than that. I want 
people to see me for who I am. 

I have a very loving family who have always supported me. They are very protective and do not 
want me to get hurt. I am often told by family or community members that I should not work or 
travel on my own, or even get married. 

Why is it that way? Why should my health stop me achieving my dreams? Why do I get rejected 
because of my transplant? 

   FEATURE INTERV
IE
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These are the questions I keep asking myself. I have 
spoken to potential suitors but people think that I will 
be a burden or that I am unable to look after myself. 
Either the person I speak to will call it off for one 
reason or another, or the family will intervene. I have 
been rejected many times like this and it breaks my 
confidence. 

People are surprised at the notion that I want to get 
married, find a companion or have children. No one 
suggests potential suitors, which is common practice 
in my community, nor do they encourage me to look. 
It is assumed that, because of my health, nobody will 
accept me or that I do not need a partner because I 
have my family who love and care for me. I have friends 
in my community with health conditions who have 
found someone special, are happily married and even 
started families. I know it can happen for me too and I 
am positive it will. 

“That is all who I have become, 
the ill child, the ill sibling or 
the ill friend. But I am so much 
more than that. I want people to 
see me for who I am.”
 

My future  
I believe that being part of the BAME community 
has many positives. We have strong family values, 
close bonds, a diverse and rich culture and we come 
together at times of need. You are never alone. I am 
proud of my community; it is part of my identity. 
However, social stigmas on health issues and 
organ donation are prevalent. That is why I started 
volunteering as a peer educator so that I can educate 
the BAME community on not only the importance of 
organ donation, but also the impact social stigmas 
have on people like me. Sometimes it feels like an uphill 
battle, but this is a battle I am willing to fight. 

Article by Sumaya Masood
Deputy Editor, Kidney Matters 
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The Kidney Care UK ‘put a lid on it’ 
keyring saves a life 

On behalf of our patients I would like to say a big thank 
you for the Kidney Care UK ‘put a lid on it’ campaign. 
We have a very special reason for saying this. 

Seacroft dialysis unit is part of Leeds Teaching 
Hospitals Trust. We are one of seven satellite dialysis 
units in West Yorkshire.   

Teaching patients how to look after their fistula is an 
important part of our work.  Every patient is given an 
education pack with an information leaflet, gauze, 
tape and a Kidney Care UK ‘put a lid on it’ keyring, with 
instructions on how to use it, in case the fistula starts 
to bleed at home. We refresh this information with all 
our patients every year. 

For anyone to experience a sudden bleed from their 
fistula at home is rare but it can be very frightening, 
as considerable blood loss can occur in a very short 

space of time.  In the panic of suddenly losing blood, 
the bottle top-shaped ‘put a lid on it’ keyring is an 
easily remembered, simple way of applying pressure 
over the bleed quickly.       

As part of his annual fistula care update, Jane Jackson 
- our clinical support worker - gave Graham Riley a 
Kidney Care UK ‘put a lid on it’ keyring. That same day, 
Graham went home after his dialysis session using 
hospital transport. As he got to his front door and 
turned the key in the lock, his fistula suddenly started 
to bleed profusely.  

Graham remembered he had been given the keyring 
during dialysis that day. So, he asked the transport 
driver to put the bottle top-shaped key fob over the 
bleeding site and maintain even pressure on it. The 
driver quickly did as he was asked, placing the bottle 
top-shaped key-ring over the bleeding site, trapping 

When Graham Riley received his Kidney Care UK ‘put a lid on it’ keyring as part of his 
annual fistula care education, little did he realise that he’d be putting it into action 
within hours.

By Sarah Simpson, Senior Sister (renal services), Seacroft Hospital, Leeds 

Jane with Graham 
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air inside the bottle top. After about five minutes 
maintaining a steady pressure on the bottle top, the 
bleeding stopped.   

Graham felt immensely relieved that he had the 
keyring to hand and also that he had someone to help 
him. He informed us here at the dialysis unit when he 
next came in for dialysis, so that his fistula could be 
assessed and monitored.  

This incident just goes to prove that the Kidney Care 
UK ‘put a lid on it’ keyrings quite literally have the 
potential to save a life!  

“The driver quickly did as he 
was asked, placing the bottle 
top-shaped keyring over the 
bleeding site, trapping air inside 
the bottle top. After about five 
minutes of maintaining a steady 
pressure on the bottle top, the 
bleeding stopped.”

How to order a ‘Put a lid on it’ keyring 
Patients/carers

To order a Kidney Care UK ‘Put a lid on it’ keyring 
email info@kidneycareuk.org including your 
address details or call 01420 541424.

Please note, there is no charge for your ‘Put a 
lid on it’ keyring but we do invite you to make a 
donation to the charity. 

Hospitals, dialysis units and KPAs:

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

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

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

Graham surrounded by his dialysis team 
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Anaemia is common in people with 
chronic kidney disease (CKD). Effective 
treatment with iron and, if needed, 
erythropoietin (EPO) improves 
symptoms, quality of life and physical 
functioning in people with CKD. 

In anaemia there are fewer than normal red blood 
cells, which carry oxygen around the body in a protein 
called haemoglobin (Hb). This means that less oxygen 
is carried to the body’s organs including the heart, the 
brain and muscles, and they do not function as well as 
they should. 

Iron is key to the development and treatment of 
anaemia of CKD (also known as renal anaemia). 
This is because, as kidney function gets worse, less 
iron becomes available to supply the bone marrow, 
where red blood cells are made after stimulation by 
erythropoietin (EPO). A hormone produced mainly 
by the kidneys, EPO is released into the bloodstream 
and travels to the bone marrow where it stimulates the 
stem cells to become red blood cells.

What causes anaemia of CKD? 
Anaemia starts to develop when kidney function is 
less than 60% of normal, and worsens as function 
falls. This is why guidelines advise doctors to routinely 
check Hb levels at least once a year in CKD stage 3 
(30-59%) and at least twice a year in CKD stage 4 (15-
29%) and stage 5 (less than 15%). 

According to Professor Sunil Bhandari: “Poor 
absorption is one of the most important mechanisms 
for iron deficiency in CKD, but you lose additional 
iron if doctors take excessive blood tests, and if you 
are on haemodialysis (HD) you will lose blood during 
treatment. In addition, some medications commonly 
prescribed to kidney patients, such as ACE inhibitors 

(-pril drugs) and angiotensin receptor blockers (ARBs; 
-sartans), cause anaemia by reducing EPO production.” 
Sunil is a Consultant Nephrologist and Clinical 
Professor, Hull University Teaching Hospitals NHS Trust. 

It is also possible for kidney patients to be iron 
deficient due to non-renal causes. Women may be 
iron deficient because of heavy periods or lack of 
dietary iron in pregnancy. Possible causes in both 
women and men include bleeding from the gut due 
to non-steroidal anti-inflammatory drugs, stomach 
ulcers or, very rarely, cancer of the bowel or stomach. 

How is anaemia of CKD diagnosed? 
Anaemia in people with CKD is defined as Hb less than 
110 g/L. The condition has a wide range of symptoms 
(see table below), but it can be overlooked by GPs and 
other non-specialists.  

 

Table: Symptoms associated with anaemia of 
chronic kidney disease 

• Weakness 

• Fatigue, or feeling tired all the time 

• Headaches 

• Problems with concentration 

• Disturbed sleep 

• Paler-than-usual skin 

• Itching 

• Dizziness 

• Shortness of breath 

• Chest pain 

• Rapid heartbeat 

• Feeling cold 

• Feeling depressed 

Kidney Clinic  
Anaemia: iron comes first 

www.kidneycareuk.org
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Sunil explains: “The problem is that kidney patients 
do not present with the classic symptoms of anaemia 
alone. Shortness of breath is not just a symptom of 
anaemia; it is also a symptom of acidosis and fluid 
retention, which both occur in CKD. However, if a kidney 
patient is tired all the time, is short of breath, and looks 
pale, they need a blood test to check the Hb level. 

“If Hb is less than 110 g/dl, we test blood levels of 
ferritin (a measure of stored iron) and transferrin 
saturation (TSAT), which checks how much iron is 
binding in the blood and is available. A serum ferritin 
of less than 100 mcg/L and/or TSAT of less than 20% 
indicate iron deficiency. We also check blood levels 
of vitamin B12 and folate, which are important for 
producing red blood cells. If kidney patients cannot 
eat well, they can become malnourished and develop 
vitamin deficiencies. They may also not be able to 
absorb vitamins effectively,” he adds.  

How is anaemia of CKD treated? 
Vitamin B12 or folate levels can be improved with 
supplements, given either as tablets or injections 
in the case of vitamin B12. Otherwise, treatment of 
anaemia of CKD involves iron supplementation, plus 
ESA (erythropoiesis stimulating agent) injections if 
needed to replace EPO. 

Although a diet high in iron is conventionally advised 
to improve iron deficiency, it is not as effective in CKD 
as in the general population. People with CKD cannot 
absorb enough dietary iron from the gut, especially 
as intake of iron-rich foods may be limited by dietary 
restrictions in people with late-stage CKD.  

How is iron treatment given? 
Some guidelines recommend a trial of oral iron for 
people with CKD who do not need dialysis or who are 
on peritoneal dialysis (PD). However, high doses are 
needed to ensure enough iron is absorbed, and the 
tablets may be difficult to tolerate. 

“In my experience, patients do not like the side effects 
of oral iron like black stools, diarrhoea or constipation. 
Oral iron needs to be taken on an empty stomach 
(30 minutes before eating or at least two hours after 
eating) for the best chance of absorption, which 
increases side effects. Iron also will not be absorbed 
if taken at the same time as medications that act on 
the gut such as phosphate binders, proton pump 
inhibitors or ranitidine,” comments Sunil 

In contrast, high-dose iron given through an infusion 
into a vein (intravenously) bypasses the gut. It is 
absorbed straight into the bloodstream and rapidly 
increases iron levels in the blood.  

Intravenous iron is generally well tolerated. The most 
common side effects include a metallic taste in the 
mouth, feeling sick, headache and dizziness.  

Kidney Clinic  
Anaemia: iron comes first 

“Iron is key to the 
development and 
treatment of anaemia of 
chronic kidney disease “
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Sometimes the infusion temporarily increases heart 
rate and blood pressure, but reducing the speed of the 
infusion can correct this. Occasionally delayed effects 
with muscle aches and joint pains can occur up to four 
days after the infusion; these settle on their own. 

Sunil adds: “Very rarely, an iron infusion may cause 
an anaphylactic reaction. With modern irons, this 
risk is very low and certainly not as high as it is with, 
say, penicillin, but we still need to be vigilant and 
monitor patients carefully when they receive their iron 
infusion. This is why you are observed for 30 minutes 
after the infusion.” 

Guidelines used to advise giving intravenous iron 
reactively when iron levels became too low. However, 
the randomised controlled PIVOTAL trial shows that 
in HD patients, compared with reactive treatment, 
proactive infusions to increase iron levels result in a 
lower risk of death, hospitalisation for heart failure 
and other major cardiovascular events. Proactive 

treatment also reduces the dose of ESA and the need 
for blood transfusions. 

“In response to PIVOTAL, the Renal Association 
recently updated its anaemia guidelines, and revised 
guidelines are likely from NICE (National Institute 
for Health and Care Excellence). However, few units 
appear to have changed 
practice even though 50 

“Anaemia develops 
slowly, so kidney patients 
adapt and may not realise 
how ill they felt before 
their anaemia is treated”
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Article by Sue Lyon  
Freelance Medical Writer & 
Editor, London

To find out more about anaemia

in chronic kidney disease visit 

 
www.kidneycareuk.org/learn-more
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HD units from the UK were involved in PIVOTAL. It is 
disappointing to see such inertia in response to good 
data from a landmark UK trial,” comments Sunil. 

What about ESAs? 
Guidelines do not recommend treatment with ESA 
unless anaemia persists after optimising iron levels. 
When using ESA in CKD, Hb targets are 100-120 g/L.  

These target levels are lower than recommended Hb 
levels in healthy people (13.5-17.5 g/dL in men and 
12.0-15.5 g/dL in women). This is because large studies 
in the United States in dialysis patients with heart 
disease and diabetic patients with CKD suggested 
that using ESAs to raise Hb above 130 g/dL increases 
cardiovascular risk, including the risk of stroke. 

“In these studies patients were given high doses of 
ESA, but not enough iron in many cases. The result was 
very wide swings in ESA doses used, which may have 
been one possible cause of the negative effects. In 
contrast, there is increasing and reassuring safety data 
when using intravenous iron alone to raise Hb levels—
indeed PIVOTAL showed this reduces cardiovascular 
risk in dialysis patients,” says Sunil.  

Lack of response to ESA may be resolved by switching 
from a short-acting to a long-acting formulation. It 
is also essential to check for underlying causes for 
lack of response, including hyperparathyroidism, a 
blood disease like myeloma, or chronic infection. It 
is possible to develop antibodies to EPO, but this is 

extremely rare. 

“Sometimes we do not find out why a patient does 
not respond to ESA and we must consider blood 
transfusion, but this is a last resort. We want to 
avoid the risk of developing antibodies in someone 
who wants to have a transplant in the future. Blood 
transfusion has other risks like infection and reactions 
to the blood, and blood can be in short supply, 
especially when there are fewer donations because of 
Covid-19,” adds Sunil. 

Conclusions 
The best treatment for anaemia of CKD is a successful 
kidney transplant, since  it restores the body’s healthy 
physical functioning. However, people still have CKD 
after a transplant and, depending on the level of 
kidney function, some may need treatment with iron 
and ESA as needed.  

“It is essential for doctors to follow guidelines and 
check Hb regularly in people with CKD stages 3-5. 
Anaemia develops slowly, so kidney patients adapt 
and may not realise how ill they felt before their 
anaemia is treated. PIVOTAL has also shown that 
proactive iron infusion reduces cardiovascular risk 
and reduces the dose of ESA in dialysis patients. In 
future, novel drugs that help the body produce its own 
EPO may further improve outcomes in anaemia of 
CKD,” concludes Sunil. 

Issue 12 | Spring 2021

23

http://www.kidneycareuk.org/learn-more


Life, love and teaching djembe (oh, 
and nearly 30 years on dialysis) 
We all deal with chronic kidney disease (CKD) and its impact upon our everyday life in 
different ways. Taking small, tentative steps forward works for many people. Alternatively, 
you could hold on to your hat and opt for the Nikki Fretwell approach.  

I’ve always believed that things happen for a reason. 
There was a reason that this happened to me. When I 
started haemodialysis at Nottingham City Hospital in 
March 1991, aged 20, I was quite philosophical about 
it. My kidneys started failing when I was 17 and I’d been 
diagnosed with focal segmental glomerulosclerosis 
(FSGS). I became a dialysis expert, needled myself and 
went home on a portable REDY machine. I was engaged 
and we had our first house. Life was good. 

The pregnancy bombshell 
It was not long before the first bombshell hit. I was 
pregnant. I thought it was impossible, yet my consultant 
smiled and said, “Starving women in Africa have babies. 
If anyone can do this, you can!”  

There were no records of successful pregnancies in 
dialysis patients then. My miracle baby was born at 
seven months, weighing 2lb. I knew how lucky I was. 
A year later I got married. Life was still good. I had a 
second fistula fitted in my right arm so I learned to 
needle with my left hand, and carried on, with only a 
small blip when my parathyroid glands were removed 
and a brief dalliance with continual ambulatory 
peritoneal dialysis (CAPD). 

Training to become a teacher 
I’d always wanted to be a teacher, so when my son 
started school, so did I. Knowing that teaching would 
be too much, I qualified as a teaching assistant (TA), 
working in primary school. I’d be lying if I said it was 
easy - college, work, bringing up a child, running a 
home and dialysing in hospital because my fistula was 
a nightmare would be enough to challenge a saint. But 
work made me feel ‘normal’. And that mattered. Few 
people knew about my other life on dialysis, which was 
just how I liked it! I was the great pretender, enjoying 
life. Eventually I had a third fistula formed and got 
a new job with longer hours, we moved house and I 
continued pretending.  

Seven more years passed before the second 
bombshell. I’d stopped thinking about transplants. My 
son deserved a mum who wasn’t on dialysis.

What followed was the worst experience of my life. 
Doctors tried everything to aid a successful transplant, 
all while I remained in hospital, still dialysing. I breathed 
a sigh of relief when the kidney

 was removed four months later. I took myself off the 
transplant list and went home, back to my life. It was 
the final nail in the coffin to my already ailing marriage 
though, and later we divorced.  

Teaching djembe 
I took more qualifications and a second job to help 
pay the bills, teaching brass instruments and djembe 
(African drums). A colleague named me ‘The Nikki 
Fretwell Experience’! It amused me and my life was 
such a rollercoaster, so it stuck. 

Amidst all this was dialysis. I wanted home 
haemodialysis (HHD) but living alone with my dog, it 
was unlikely. However, my consultant did her research 
and in 2009 I went home alone; this time on a Braun. 

 Life was great again! I loved work, had amazing friends 
and a supportive family. I began dating again. This 
didn’t go well. Let’s face facts here: who wants to be 
with someone who needs a machine to exist and a 
body with so many scars it resembles a road map? 
Then I met Rob, a university researcher. He educated 
himself about renal failure and decided The Nikki 
Fretwell Experience was worth it.  

I switched to nocturnal dialysis in 2014. Again, no one 
at Nottingham did self-care nocturnally.  But, after 23 
years, I needed more than standard dialysis. It was a 
game changer. No diet restrictions, perfect bloods and 
more free time.

In truth, it wasn’t. I was 47 and exhausted physically 
and mentally. I’d needed two fistuloplasties (see below) 
on my ageing fistula. I’d been experiencing chest 
pain. I ached constantly. I’d stopped doing the things I 
enjoyed. One morning I couldn’t face work. 
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“After 23 years, I needed 
more than standard dialysis. It 
was a game changer. No diet 
restrictions, perfect bloods  
and more free time.”

By Nikki Fretwell
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Recognising when the sticky tape is 
not holding it together anymore 
Bombshell number 3. The Nikki Fretwell 
Experience was Out of Order. I was 
diagnosed with stress, anxiety and 
depression. Over the years I’d built this wall 
around me. I was untouchable, invincible. 
But I didn’t recognise myself anymore. Nor 
did my home therapy nurse, who persuaded 
me to see the renal psychologist. What a 
godsend. Like a jigsaw, she emptied me, then 
gradually put me back together. I returned to 
work for a year, but inside, I knew it was over. 
I applied for retirement on ill health, rested 
and started painting.  

There’s still so much of life to enjoy 
Meanwhile, I’d been invited on to local radio 
to talk about life on dialysis. I was asked back 
as a weekly guest; just the boost I needed. 
I completed the training and in November 
2019 I had my own show as a presenter.  

As one door closes.... 

2020. After 22 years in education, I was 
granted ill health retirement. I’ve set myself 
a challenge: do something different every 
month. Four were spent shielding but I’m 
teaching myself piano, and recently, I drove a 
steamroller!  

Not on my list: learning a new dialysis 
machine.  My 20-year-old fistula is calcified. 
Fistuloplasty number four, and a change to 
single needle required. With Braun machines 
unavailable at hospital, nurses trained me 
on a Fresenius and I was back home within 
the month. In that time, my dialysis room 
was redecorated and I bought a new bed and 
storage. It’s the nicest room in the house 
now!  

Even on the darkest of nights, the moon is 
shining somewhere. The worst times can 
result in something positive. I know I’m not 
invincible. I turn 50 next year: my 30th dialysis 
anniversary.  No transplant. I’m blessed with 
many wonderful friends. My family has kept 
me sane. My son is my driving force. Rob, 
for his sins, has stuck by me. My funeral is 
planned, just in case. There’s still so much life 
to enjoy and I want to be in the record books 
as the longest surviving, non-transplanted 
dialysis patient. For now, I shall do the radio, 
be with those that matter and live my life.  

The Nikki Fretwell Experience will continue. 

Life is amazing. 

“Even on the darkest of nights, 
the moon is shining somewhere. 
The worst times can result in 
something positive.”

Photography by Jason Tem at www.jasontemphotography.com

With my son, Daniel
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We need your help. If you’re involved with a club, group 
or school, please can you lend a helping hand and 
become a kidney champion by supporting Kidney Care 
UK this World Kidney Day (WKD). 

Are you part of your local WI, a large sports club or 
small lunch club? Whatever your passion, please can 
you share that Kidney Care UK are asking for support 
this World Kidney Day. Our website is full of ideas and 
useful hints and tips that you can promote or pass on. 
Our fundraising team are always on hand, too, to help 
with all the details and provide lots of branded banners 
and balloons to make a splash.   

There are so many ways to get involved and help us 
celebrate WKD. Last year a father and daughter duo 
raised £777 by sharing their story through a school 
assembly. There were bake sales and leg shaves too. 
One supporter even raised an incredible £2,478 by 
simply sharing her story on JustGiving and asking 
friends and family for donations. 

“I really wanted to get involved with Kidney Care UK as 
my son-in-law is a kidney transplant recipient. I’d never 
thought of myself as a fundraiser before. I wasn’t a 
marathon runner or an organiser of big events. 
However, I decided to give it a go. Setting up a Just 
Giving Page and sharing the link was so simple and 
donations from friends and family quickly followed. I’m 
so glad I asked for support. The more we raise 
together, the more people Kidney Care UK can help, 
and the more lives will be improved.” 

Eileen, Kidney Care UK Fundraiser

Become a kidney champion this WKD and help us 
fundraise whilst also raising awareness. Together we 
will be able to support even more kidney patients and 
their families and ensure that no one faces kidney 
disease alone. 

To find out more or get in touch, go to  
www.kidneycareuk.org/get-involved. 

Get involved!

Support Kidney Care UK this 
World Kidney Day 

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

If you’d like further information on leaving a gift to Kidney Care 
UK, call us on 01420 541424

Every gift makes a difference

A gift in your Will helps us be 
there for kidney patients today 
and into the future
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Key dates for 
getting involved   
Sign up to My #KidneyWarrior 
Challenge throughout the year. Your 
route, your challenge, your way!

Skydive any day of the year 
18 jump sites to choose from 

11 March, World Kidney Day 
Host a fundraising event or activity   

1 May, Isle of Wight Ultra  
25, 50 or 100 km walk, hike or run 

15 May, Jurassic Coast Ultra  
25, 50 or 100 km walk, hike or run 

23 May, London Landmarks Half 
Marathon  
London’s new half marathon 

12 Jun, Lake District Ultra 
25, 50 or 100 km walk, hike or run 

Jul & Aug, Big Street Car Wash 
Bucket and sponge at the ready 

See more on the website or get in touch

A big thank you to  
Manjit Kathlon and friends for raising a remarkable £16,000 
in loving memory of Manjit’s wife, at the Chilton Ultra 
Challenge last October  

Blair Cunningham for shaving his head and raising £800 in 
memory of his Gran.  

Forza Doors Ltd for their £5,000 donation and on-going 
support.  

Our incredible London Marathon team for raising more than 
£40,000 for last year’s cancelled event. We look forward 
to seeing you at the start-line later this year (alongside this 
year’s team).

Dan Waters for launching Kupcakes for Kidneys and sharing 
a percentage of profits with us. 

Everyone who continues to donate their used stamps and 
foreign currency.

Laura Hunter and family for raising £500 through their front 
garden fundraiser.

All the Trusts and Foundations that supported us last 
year, including The National Lottery Community Fund who 
have helped us support an additional 400 people with kidney 
disease.

Everyone who supported our Christmas appeal. Your 
support is helping us keep kidney patients connected. 

          Get in touch
w: www.kidneycareuk.org/get-involved
t: 01420 541 424
e: fundraising@kidneycareuk.org
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Patients in later stages of chronic kidney disease are 
managed by specialists in kidney outpatient services. 
As kidney failure approaches, patients are involved in 
decisions about kidney replacement therapy including 
type of dialysis, transplantation or conservative 
management.  

Education and support are provided by health 
professionals, but for many patients, this is a 
challenging and distressing time. Not only do they have 
to adjust to life with chronic illness, but they must also 
process complex, technical information in order to 
make difficult decisions about future treatment that 
impacts profoundly on everyday life.  

Created in collaboration with a patient group at Barts 
Health NHS Trust and King’s College Hospital NHS 
Trust, the Toolkit has been designed to overcome 
barriers and drivers to poor uptake of peer support 
in kidney care. Professor Nicola Thomas says, “There 
is such an important need for patients with kidney 
disease to have support from others who are in the 
same situation. Our findings suggest that similar 
programmes like this either don’t get started or there 
are challenges for the programme to continue. This is 
the reason we have set up the Toolkit.” 

How it works 
 Eleri Wood explains, “Peer support is available to 
every single patient in the unit and their significant 
others, although it is most commonly used in the 
low clearance setting for decision support. At King’s 
College hospital in London, we keep a pool of around 
20 peer supporters on standby at any one time. 
Although on average, a peer supporter is called upon 
relatively infrequently (three or four times a year) we 
feel it is important to keep a varied range of people 
available – young and old, men and women, with 
experience of a variety of treatment types and from 
a range of backgrounds – so that patients can have 
access to someone they can relate to at a time that is 
right for them.  

The Peer Support Toolkit  
Developed by Professor Nicola Thomas, Professor of Kidney Care at London South Bank 
University, and Eleri Wood, renal nurse consultant at King’s College Hospital NHS Trust, 
the Toolkit supports kidney units to establish and maintain a peer support programme 
to provide informational and emotional support for people with kidney disease. 

Jenny and Chris Rolfe

“That ’s the very nature of a peer 
… that you feel you can relate 
to them, there’s no white coat in 
between you and them.”

“… looking at them you 
realise there’s a lot of life 
ahead. And a lot of people 
are walking around having 
dialysis or kidney transplant 
and they carry on fairly 
normal lives.”
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For more information on the

peer support toolkit visit 

www.kidneycareuk.org/ 
peersupport-toolkit
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“They can choose whether they have a phone call or 
face-to-face meeting. We have found the majority 
want a face-to-face meeting with the supporter, as 
talking through their lived experience is an important 
part of what they are after. In our experience, 
most patients have made a decision about dialysis 
or a transplant, but want the confidence to feel 
their decision is the right one for them. Having the 
reassurance of seeing someone who is living on dialysis 
and talking through their choices with them give them 
that support they need.” 

Eleri adds, “Resources from the Toolkit help patients 
from all communities. Peer support is extra meaningful 
for those groups who are already under-represented. 
King’s is one of the most ethnically diverse hospitals 
and the programme is well used in the Black, Asian and 
minority ethnic (BAME) community.” 

Benefits and testimonials  
 Peer support has already benefited patients in a range 
of physical, emotional and behavioural ways. Evidence 
suggests that peer support is widely liked and valued 
by people with kidney disease. Benefits such as greater 
knowledge and confidence, reassurance from meeting 
a positive role model and a reduced sense of isolation 
are reported. It assists treatment decision making, 
increases empowerment and self-management 
behaviours, and is recommended as an important 
component of high-quality kidney care. Patients who 
have benefited from this programme have shared their 
experiences:  

“… looking at them you realise there’s a lot of life ahead. 
And a lot of people are walking around having dialysis or 
kidney transplant and they carry on fairly normal lives.” 

“That’s the very nature of a peer … that you feel you can 
relate to them, there’s no white coat in between you 
and them.”  

 “The doctors and nurses will say it’s not going to hurt 
but unless you’ve sat on a [dialysis] machine, you don’t 
know. You can believe someone who’s been through it.” 

Richard Endacott, a trained peer supporter and a 
kidney patient of 40 years says, “Peer support is there 
to help you over the hurdles, be encouraged and feel in 
control on your patient journey. The Toolkit is easy to 
understand, and a step-by-step guide that identifies 
the key elements to consider in the setting up of a 
successful peer support group.”.

Eleri Wood Professor Nicola Thomas 
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From the front line 
Covid-19

At Kidney Care UK we work tirelessly to 
campaign for better care and support for 
people with kidney disease. This has been 
as important as ever during the Covid-19 
pandemic and evidence from patients 
has been a vital part of our work. 

Evidence gathered from people living with kidney 
disease helps us understand what we need to speak 
out about and gives credibility and authority to our 
campaign asks. Robust data is critical when briefing 
MPs, in meetings with policy makers and when working 
with clinical colleagues. We have run a series of patient 
surveys to gather evidence on key challenges that 
people with kidney disease have faced during the 
Covid-19 pandemic and to explore the support needed 
to cope with these challenges. We are extremely 
grateful that so many of you have given your time to 
share your experiences. We have listened carefully so 
that we can speak up on your behalf and try to secure 
the support people with kidney disease need.  

Covid-19 patient surveys 
At the time of writing we have completed two large 
surveys, one during the initial shielding period and the 
second after shielding was paused in August 2020, plus 
a smaller survey with the Welsh Kidney Charities.  

Findings include that health services for kidney 
patients were hugely disrupted, with appointments and 
surgery being cancelled for one in five respondents. 
Furthermore, patients were having to choose between 
their health and their livelihood. Nearly two thirds of 
people expected back into work were concerned about 
the safety, but felt they had to go back regardless. Half 
of the respondents who were parents as well as kidney 
patients were worried about schools reopening. One in 
ten were considering keeping their child at home.  

Some patients were anxious about how they would 
access essential supplies of food and medicine if 
and when restrictions were tightened. Other themes 
reflected in the survey results include the huge impact 
on the mental health and emotional wellbeing of  

30

Disruption to health services 

47% 
reported disruption to the care  

they received

1 in 5 
had surgery or  
appointments 

cancelled

20% 
are struggling to get 
advice on their health 
concerns and worries

?

 Education

49%  
were reluctantly allowing 

their children to return to 
school despite concerns 

1 in 10   
were considering not sending 
their children back to school 

44%  
would like the ability to 

home-school if shielding 
or in local lockdown again



Article by Fiona Loud  
Kidney Care UK  
Policy Director

For up-to-date Covid-19 advice 
and our survey report go to  
www.kidneycareuk.org/learn-more 
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“Furthermore, patients 
were having to choose 
between their health and 
their livelihood. Nearly 
two thirds of people 
expected back into work 
were concerned about the 
safety, but felt they had to 
go back regardless. ”
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kidney patients, and the need for clear, well-timed 
communication for people vulnerable to the virus, 
particularly given the frequently changing situation. 

How have we used these surveys? 
We shared the survey reports and recommendations 
far and wide with organisations with a role to play in the 
Covid-19 response. Since spring 2020, Kidney Care 
UK has met regularly with the Department of Health 
and Social Care to explain to explain the impact of the 
pandemic on people with kidney disease and make 
recommendations for action, supported by evidence 
from our surveys.  

Through this engagement, our call for dialysis and 
CKD5 to be included explicitly on the published list 
of conditions included in the ‘clinically extremely 
vulnerable’ (CEV) group was finally successful. It also 
led to a new NHS England project to improve outpatient 
care for kidney patients during the pandemic and 
beyond, including developing systems for better 
communication between GPs and hospital teams.   

And of course, we are doing everything we can to get 
the voice of kidney patients heard in Parliament. We 
have written to and met with many politicians who 
have spoken in debates and asked formal questions on 
our behalf. The statistics in the report are particularly 
useful here to strengthen the patient stories we share. 
We have also communicated the survey findings to 
renal networks managing regional kidney services and 
many have used the data in their planning, with better 
mental health support a particular focus. The reports 
have also been presented at medical conferences in 
the UK and Europe to try and raise awareness about 
the key issues for patients.   

Many of the challenges presented by Covid-19 
have been shared by people with other long-term 
conditions. Kidney Care UK worked closely with other 
patient charities to send a strong, shared message to 
policy makers about the support needed for so many 
people at high risk from Covid-19.  

We will continue to do all we can to keep care and 
support for people with kidney disease on the agenda. 
Please keep an eye on our website where we share 
updates on our campaigns as well as requests for your 
enormously helpful input into this work. 

Employment 

62%  
were expected to go back to work as normal 

63%  
were concerned about 
safety but had to return 

to work regardless 

19%  
said their employer has 

been ‘very unhelpful’ or 
‘unhelpful’ in their return

Mental health

29%  
respondents reported feeling  
anxious, lonely or isolated 

36%   
said they were concerned about 

their emotional wellbeing

Employment 

62%  
were expected to go back to work as normal 

63%  
were concerned about 
safety but had to return 

to work regardless 

19%  
said their employer has 

been ‘very unhelpful’ or 
‘unhelpful’ in their return
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From Gibraltar to Stokes Bay –  
a journey through chronic  
kidney disease 
Most of us can say that at least we had our childhood free of chronic kidney disease 
(CKD) and all that we associate with tackling this condition. Imagine if we’d been 
diagnosed when we were 13 and enjoying life at a new school. Catharine shines a light 
on her life as a young teenager back in the 1970s.

I was born in 1966, in Gibraltar. By the time I was 
13 I was attending Cheltenham Ladies College as a 
boarder. My father was a Surgeon Commodore in the 
Royal Navy and in those days the children of many 
naval officers went to boarding school. 

I soon found that I was falling asleep in class. This 
meant I was losing ground in my school work. 
Eventually, the House Mistress decided something  
was amiss and I was sent to see the doctor.  

by Catharine Clifford Hall

“I became a specialist children’s renal nurse. 
I am still in touch with some of the transplant 
recipients I nursed all those years ago. I think 
perhaps that the personal experience I brought 
to my job really helped many patients during 
a difficult time in their lives”
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I was then referred to the kidney unit in Portsmouth 
which, geographically, was the nearest to my family 
home. 

It was discovered that I had only one kidney and reflux 
nephropathy. I avoided dialysis, but I had to follow to a 
low-potassium diet for a whole year, which was difficult 
as a child – chocolate was forbidden! 

For my part, I had no idea I was ill, I had not known 
anything but my childhood at that point. A lack of 
energy and tiredness was entirely normal for me. 

My transplant 
 It was soon discovered that my mother was a perfect 
match as a potential donor. She donated one of her 
kidneys to me on 24 September 1980 at St Mary’s 
hospital in Portsmouth.  

I remain to this day the youngest person ever to be 
transplanted at Portsmouth. My surgeon, Mr Maurice 
Slapak, founded the Transplant Games. 

In those days, St Mary’s was located in two sites with 
a main road running through the centre. I was on one 
side of the road and my mother was in a ward on the 
other side. When visitors were finally allowed, I recall 
my mother being pushed over the main road in a 
wheelchair to come and see me. 

On the bench I bought for my mum to say thank you to her 

“On our discharge, my mother 
spent a few weeks convalescing 
at Osborne House, on the Isle of 
Wight. So I didn’t see her at all 
for some time. It was a lot to 
deal with as a 13-year-old”

On the bench I bought for my 
mum to say thank you to her
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On our discharge, my mother spent a few weeks 
convalescing at Osborne House, on the Isle of Wight. So I 
didn’t see her at all for some time. It was a lot to deal with 
as a 13-year-old.  But I was, and remain very grateful to 
my mother.  

Sadly, my mother passed away in 1998 for reasons 
unrelated to the donation. Her kidney, however, lives on 
in me 40 years on from our transplant, and is now a total 
of 85 years old. 

 Welly-throwing training at Stokes Bay 
In 1980 I started to compete in the Transplant Games. 
In those days the event was a much more low-key event, 
but I have fond memories of those early games and their 
simplicity. ‘Welly-throwing’ was a sport back then and I 
remember training for that on the beach at Stokes Bay, 
where we lived. 

I’m sure many passers-by wondered what a teenage girl 
was doing throwing wellington boots across the beach 
for all she was worth! 

I continue to compete in the British Games and World 
Games as part of Team GB, usually in Badminton and 
Table Tennis. I have made a lot of friends at the Games 
and, sadly, lost a lot of those as well, as the years pass 
by. In 2017 I was awarded the Peter Griffin Lifetime 
Achievement award at the British Games, which meant a 
lot to me. 

Life as a specialist renal nurse 
After leaving school, I trained as a nurse at the Royal 
London Hospital in the East End of London, qualifying 
in 1988. My grandmother had also trained there in the 
1920s. My mother was a Royal Navy nurse in Singapore 
and trained at Great Ormond Street. 

As a result of my personal experience, in 2001 I became 
a specialist children’s renal nurse. I am still in touch with 
some of the transplant recipients I nursed all those 
years ago. I think perhaps that the personal experience 
I brought to my job really helped many patients during a 
difficult time in their lives. 

 I gave up nursing in 2006 after 21 years in the NHS and 
am now enjoying early retirement. I remain incredibly 
grateful to my late mum and the NHS for the life I 
continue to enjoy. My kidney is incredibly precious to me.  

We still visit Stokes Bay on a regular basis. The beach 
and the view across the Solent to Osborne House 
never fail to remind me of throwing wellies and my mum 
convalescing on the other side of the water, all those 
years ago.

1978. With my parents at Buckingham Palace where 
my father received the Military OBE. He went on to 
become Honorary Surgeon to HRM The Queen

Transplant success for Kidney 
Matter cover star! 
We are delighted to announce that Kidney Matters cover star, Steve Harrison  
received a successful kidney transplant on 7 December. Great news, Steve and  
Donna. Keep up with that hiking!

 

ONE FOR THE DIARY 
Kidney Care  in Scotland in 2021 
Join us at this year’s ‘Kidney Care in Scotland’ event on 11 March 2021 from 6pm to 7.30pm. Hosted by Kidney Care UK & 
Living Donation Scotland, join our webinar with talks on the subjects affecting us today - including mental health, kidney 
kitchen, patient perspective, interactive sessions and much more. For further information please contact Kidney Care 
UK Advocacy Officer, Lynne Cunningham at lynne.cunningham@kidneycareuk.org 

 

Ooops! We would like to apologise to Vicki Ness who appeared in our winter 2020 issue, for saying that she is a dialysis 
patient. Whilst Vicki IS a highly competent nurse, she is definitely not a dialysis patient. Sorry Vicki!
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Professor Donal O’Donoghue OBE 
loses his battle with Covid-19   
Tributes have poured in from across the renal world 
after the sad passing of Professor Donal O’Donoghue 
on 3 January. 

Everyone here at Kidney Care UK is deeply saddened 
by Donal’s untimely passing.  He was an inspiration 
to so many in our community. He was tireless in his 
support for kidney patients, never hesitating to listen 
to all, to highlight inequalities and promote the best 
possible care for kidney patients. 

Donal’s impact on the kidney community has been 
immense. Having been a consultant renal physician 
since 1992 he has also been the inaugural President 
of the British Renal Society, President of the Renal 
Association, and the first National Clinical Director 
of Kidney Care at the Department of Health between 
2007 and 2013. Having spent more than 30 years 
working to improve the care of people with kidney 
disease, Donal had also been the Chair of Trustees of 
Kidney Care UK since 2016. 

Donal, affectionately known as the ‘big daddy of renal 
care’ was awarded an OBE for services to kidney 
patients, in 2018. 

The Renal Association and Royal College of Physicians 
have opened a wall of condolence should anyone wish 
to leave a message   
www.everloved.com/life-of/donal-odonoghue/

Our thoughts and sympathies go to his wife Marie, their 
three children and four grandchildren. 

The Renal Association and Royal College of Physicians 
will be holding a memorial in the summer when it is 
hoped we can all come together to celebrate and 
honour his life and incredible achievements. 

We are honoured that Donal’s family have requested 
that any donations be made to Kidney Care UK, and be 
used to continue his efforts to support kidney patients 
and their families

If you’d like to make a donation in memory of 
Donal, please visit: 

www.justgiving.com/campaign/Donal

In loving memory 
Many of us lost a family member, friend or dialysis companions to Covid-19 over the past year. Every time we here at 
Kidney Care UK receive news that someone we knew, in whatever capacity, has lost their fight against Covid-19, we 
are all devastated. It affects us deeply. We all pray that, as the vaccination programme rolls out across the country, 
we emerge into a safer world and one where we may get together to celebrate the lives of the friends we have lost.   

http://www.everloved.com/life-of/donal-odonoghue/
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The Kidney Kitchen: serving up 
great, tasty food for every occassion
Working in the Kidney Kitchen, wherever, whenever and however we could during 
lockdown was indeed a challenge. However, knowing how important good food is to 
all of us, we rose to that challenge and welcomed two great new guest chefs into the 
Kidney Kitchen this year.

We receive more questions on how to eat to stay well 
with chronic kidney disease (CKD) than almost any 
other topic. So, as we look forward to more freedom in 
2021, was there ever a better time to check-in to the 
Kidney Kitchen website (www.kidneykitchen.org) and 
try a few of our new recipes?  

May we tempt you to: Pear and white cheddar salad, 
Butternut squash and chickpea curry, Lemon 
chicken casserole,  Jamaican cornmeal pie,  Dal 
Makhani,  Baked macaroni cheese, Lamb meatballs 
with Greek salad, Jam sponge or perhaps some 
Cornflake and ginger cookies?

Introducing our guest chefs
If it’s a delicious cake, pudding or bread recipe you’re 
after, then you might like to look out for Lizzie Morey, 
our Kidney Kitchen baker.  Lizzie is now a regular guest 
chef in the Kidney Kitchen and brings a wealth of baking 
hints and tips to help you bake some truly delicious 
recipes. Just between us, not much remains by way of 
left-overs when Lizzie has been in the kitchen!  

In October, we also welcomed Renal Nutrition Group 
(RNG) dietitian, Gabbv Ramlan to the Kidney Kitchen 

to cook two traditional Malay dishes, with Chef Ripley. 
You will find her wonderful Tandoori chicken recipe 
on pages 14 and 15. Gabby has also agreed to become 
a regular guest chef so we can look forward to more 
amazing recipes from her in 2021.

RNG approve all our Kidney Kitchen recipes
We know how important it is for our recipes to fit in 
with the dietary advice you have been given by your 
own dietitian. So every one of our Kidney Kitchen 
recipes is very carefully analysed by the RNG to ensure 
that each main meal or snack on the website mirrors 
the advice you have been given. This means that as 
well as being completely delicious they are also safe, 
not just for you to eat and enjoy but for your whole 
family to eat and enjoy too.

We love to receive your photos of the Kidney Kitchen 
dishes you have cooked and we promise to share as 
many as possible on our social media platforms. So, 
please keep sending them in!  Check out Sharon’s 
Sausage Christmas Tree and Rob’s birthday meal, 
North African one-pot casserole! Send yours into  
info@kidneycareuk.org or tag #KidneyKitchen  
on social media

Happy cooking

.

Chef Ripley and RNG dietitian, Gabby 
Ramlan

Sharon’s Sausage Christmas TreeRob’s North African one-pot casserole

www.kidneycareuk.org
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Protecting kidney patients: the 
Covid-19 vaccines 
With the approval of two vaccines capable of protecting us against Covid-19, bringing 
our lives safely back to some sort of normality is no longer a pipe-dream. 

BREXIT: a continuation of reciprocal 
healthcare arrangements is agreed  
On Christmas Eve 2020, the EU UK Trade and Cooperation Agreement was 
formalised. This complex agreement includes confirmation that reciprocal healthcare 
arrangements between the European Union and the United Kingdom will continue. 

The approval of Covid-19 vaccines has been extremely 
welcome news. It is exciting to see increasing numbers 
of people vaccinated. Over time, we hope these 
vaccines will help us return to something more like 
normality. However, we know kidney patients have 
many questions about the vaccines and Kidney Care 
UK has been working hard to spread useful and reliable 
information. 

In December 2020, we ran a patient information 
webinar in which a panel of experts answered a wide 
range of questions. See the learn more box for a link to 
watch the webinar and read a report of the discussion. 
Kidney patients were reassured that approved 
vaccines will have passed the same stringent safety 
tests as any new vaccine and there was no evidence 
that they were unsafe for kidney patients. People with 
transplants and on immunosuppressant medication 
may not have such a strong response, but they are 
likely to respond well enough to make the vaccinations 
worthwhile. This is particularly important given the 

very high risk posed by Covid-19. People with CKD 
will be offered the vaccine that is best suited to their 
individual needs. 

Kidney Care UK is working with clinical colleagues 
to make sure the vaccines are delivered to kidney 
patients efficiently and quickly and that patients and 
all staff working in kidney units have up-to-date and 
comprehensive information on the vaccines. This is 
helped by us working closely with the vaccine team at 
the Department of Health and Social Care.  

Our online guidance contains the latest information 
about vaccines, but do speak to your kidney team if 
you have queries or concerns. 

We’d love to hear your vaccination experience 
and even more so if you have an accompanying 
photograph!  Please get in touch at  
info@kidneycareuk.org

This agreement means that all UK residents will be 
able to use the European Health Insurance Card 
(EHIC) scheme to receive emergency healthcare in all 
countries within the European Union (EU), this included 
kidney patients who need to access dialysis. If your 
EHIC card has expired, you can now apply for a new 
one. The replacement card will be called a GHIC (Global 
Healthcare Insurance Card). A current (unexpired) 
EHIC or a new GHIC means the cost of your dialysis will 
be covered if you dialyse in a public unit. As previously, 
you will still need to ensure you have adequate travel 
insurance in place. 

The inclusion of dialysis provision follows a long 
campaign by Kidney Care UK to highlight the needs of 
kidney patients. Strategic Director for EU Exit, Professor 
Keith Willett states that through us, your voice was 

heard throughout these complex exit negotiations. We 
would like to thank you if you got involved to ensure that 
the travel needs of kidney patients were not forgotten.  
It really made a difference and it is quite something that 
the Brexit withdrawal agreement includes dialysis as an 
example of treatments which can be covered under the 
EHIC scheme. 

.
For up-to-date Covid-19 advice 
for kidney patients and a link to our 
patient Covid-19 webinar, along 
with information on how to apply 
for a GHIC and to read the Brexit 
withdrawal agreement go to  
www.kidneycareuk.org/learn-more 
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Can we bridge the dialysis gap?
A large international study confirms the harm of the two-day ‘weekend’ break for 
people dialysing on a three-times weekly schedule. The study also shows the extra risk 
of missing one of these sessions.

“Previous observational studies have shown that 
hospital admissions and deaths rise on the first 
day after the two-day break, but these studies did 
not check whether people were attending all their 
haemodialysis (HD) sessions. Our study not only 
confirms the increase in hospitalisations and death 
after the two-day break among people attending 
all three weekly sessions, but also shows the added 
risk of a longer gap if you do not attend one of these 
sessions,” comments Dr James Fotheringham. 
James is NIHR Clinician Scientist and a Consultant 
Nephrologist at Sheffield Kidney Institute.

How the haemodialysis schedule and 
session non-attendance affect survival and 
hospital admissions

According to the researchers, in a group of 100 
HD patients over one year there would be:

• 8 deaths and 100 hospital admissions 
after the standard two-day break in people 
attending all three scheduled sessions

• 5 deaths and 60 hospital admissions in 
people attending four sessions with a one-
day break

• 52 deaths and 210 hospital admissions in 
people attending three scheduled sessions 
and then missing a session

The researchers analysed information from 3.8 million 
HD sessions by nearly 9,400 patients treated in 15 
European countries between 2007 and 2014. Non-
attendance was more likely nearer the weekend: one in 
100 (1%) or fewer sessions were missed from Monday 
to Thursday, compared with 1.4% on Fridays and 1.2% 
on Saturdays. It was unclear whether sessions were 
missed due to illness or individual choice.  

“Although people were less likely to miss a Monday 
or Tuesday session, missing that first session almost 
doubled the risk of dying or being admitted to hospital 
compared with missing the second session. When you 
miss a session, it’s not the time in front of you without 
dialysis that predicts death or hospitalisation, but the 
time since your last dialysis session,” explains James.

Bridging the gap
Peritoneal dialysis or frequent home HD is not possible 
for everyone, and researchers have investigated other 
in-centre schedules. Three longer sessions (4.5 hours 
or longer versus 3.5-4 hours) lower but do not abolish 
the risk after the two-day break. More positively, four-
times weekly dialysis (with an additional session on 
Saturday or Sunday) may improve survival, with around 
two-thirds the risk of death of three-times-weekly 
dialysis and no large increase in vascular access 
problems.

James adds: “The two-day break is undoubtedly 
causing harm, but some people will particularly benefit 
from changing their dialysis schedule. If you are 
approaching one litre of fluid an hour being taken off, 
and you feel generally unwell, consider asking how your 
schedule could be changed to address the problem, 
recognising that it might mean doing more dialysis in 
some way.

“This need not be a lifelong commitment. Increasingly, 
people are doing an additional session to tackle 
fluid overload and improve wellbeing, and then they 
return to three times a week. And optimising your 
dialysis is particularly important if your goal is a kidney 
transplant. You need your heart to be in good shape, 
and there seems to be little doubt that more dialysis is 
good for your heart,” he concludes.

.

To find out more about dialysis 
non-attendance, and the impact 
of longer or more frequent dialysis 
sessions, go to 

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

John’s Story
I applied for a Kidney Care UK grant following a 
recent move with the hope that my new home 
may be suitable for home dialysis. I dialyse at my 
nearest renal unit, Antrim Area Hospital, a distance 
of 45 miles from my home in Portstewart. It is 270 
miles a week to and from dialysis and because of 
coronavirus, I had to drive myself.

Given the cost of moving home and travelling such 
distances, the £300 grant from Kidney Care UK was 
very much welcomed.

 I’d like to convey my thanks, both for the approval 
of the grant and the timely manner in which it 
was received, within seven days of initial application.

With much appreciation and best wishes,

John

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
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www.kidneycareuk.org/my-kidney-warrior

For more information visit
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in England and Wales (270288), and Scotland (SCO48198).

Sign up to My #KidneyWarrior Challenge
Let your imagination go wild and set your route, your challenge and 
do it your way to help support kidney patients and their families. 

Your route

Your challenge

Your way!

kidneycareuk.org @kidneycareuk @kidneycareuk

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

