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Welcome to 
Kidney Matters

Hello all, 

At Kidney Care UK we are determined not to emerge 
from Covid-19 tentatively. Following two years of 
isolation and continued worries about protection 
levels for patients, and now a cost of living crisis, we 
are resolved to step up our patient support activity 
to help the community move forward. 

In September 2022 we are relaunching our young 
adult weekend in Derbyshire, which has been 
enjoyed by many young people over the years 
including Esra and Ruban (front cover story). We 
have introduced a cost of living hub on our website 
and continue to ensure our hardship grants are 
there when people need that little extra support 
in these difficult times. And we have partnered 
with Exeter District Kidney Patient Association to 
increase the financial support for patients in the 
Devon area (a model we hope to expand over the 
coming months with other local groups). 

We know we can’t solve all the issues facing our 
community but we are determined to redouble all 
our efforts and be there for everyone affected by 
kidney disease in these tough times. 

Enjoy the read, and please get in touch if we can 
help in any way. 
  

Best wishes

Paul Bristow, 
Chief Executive, Kidney Care UK

Who’s who 
Editor . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Deborah Duval 

Deputy Editor. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . Sue Lyon 

Deputy Editor... . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Sumaya Masood 

Designer . . . . . . . . . . . . . . .idmedia (contact jd@idmedia.uk.com) 

Kidney Kitchen  photos . . .Beth Druce www.bethdruce.com

Printing, packing & posting. . . . . . . . . .www.pollardsprint.co.uk

Get in touch 
Visit: www.kidneycareuk.org  E: info@kidneycareuk.org 
Call us on:  01420 541424 

Kidney Care UK,  3 The Windmills, St Mary’s Close,  
Turk Street, Alton, GU34 1EF

Message 
from the 
editor

Welcome to the autumn issue of Kidney Matters. 

Being kidney patients ourselves, it’s not as if Sumaya, 
Sue or I need reminding.  But every time we interview 
people affected in some way by chronic kidney 
disease (CKD) for Kidney Matters, we are utterly 
amazed at the imagination and gutsy determination 
we all seem to have found within us to live the very 
best life possible.  

Look no further than James Symes who shares 
his experience of leading a full and interesting 
life despite the need to manage multiple chronic 
conditions, which sees him juggling a very complex 
appointments diary indeed. Or Tara Bashford 
who, despite diminished kidney function, regularly 
challenges herself to climb mountains and lead 
expeditions across difficult terrains. 

We also met Julie, whose charmed family life was 
turned upside-down when her son Wil was diagnosed 
with CKD midway through the Covid-19 pandemic. 
Despite this and a very challenging year, Wil received 
one of Julie’s kidneys in June and is doing well.  

Whilst we all do our best to challenge the odds, 
we also know there are times when we struggle to 
cope. Hope is on the horizon. Our recently released 
psychosocial manifesto is set to revolutionise the 
care we receive as patients by ensuring that we 
are treated not just for our physical condition, but 
that assessing and managing our psychological, 
psychiatric and social needs, where needed, also 
become an integral part of our care.   

We hope you enjoy this issue of Kidney Matters!         

Deborah Duval
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Finding the courage  
to ask for help   
Receiving a diagnosis of chronic kidney disease (CKD) is shattering. But 
as that shock ripples out to affect every aspect of your life, including your 
ability to support yourself financially, it can be difficult to pluck up the 
courage to ask for help. 

Working as a personal assistant in London for 
several years, I was accustomed to a fast-
paced lifestyle. About a year ago I began to 
realise that I was struggling to focus; I couldn’t 
think straight. I could no longer handle stress 
and I lost my ability to multitask. I became 
increasingly exhausted and started sleeping 
during my lunch hour. What I thought at the 
time was just a ‘power nap’ later turned out to 
be an early warning signal that something was 
seriously wrong. 

I started having aches and pains in my joints, 
lost my hearing and my sinuses were painful. 
Several months later, I finally plucked up the 
courage to call my GP. In June 2021, following 
several blood tests and a biopsy, I was 
diagnosed with vasculitis and stage 4 CKD.  

I was immediately admitted in to 
Hammersmith Hospital kidney unit with a 
kidney function of just 12%. I was given several 
blood transfusions and plasma exchanges 
and was put on steroid treatment to stabilise 
my condition. Due to the steroid treatment, I 
became diabetic and insulin-dependent. Not 
knowing what to eat and how to control my 
diabetes was terrifying.   

Despite the daily gathering of doctors at 
my bedside, I still couldn’t believe it was 
me they were referring to when they spoke 
about the seriousness of my condition. I 
felt as if I had levitated outside my body and 
was looking down and eavesdropping on 
their conversations. It took me some time to 
accept that this was really happening to me. 

Struggling financially  
Aside from the shock and disbelief of 
receiving this diagnosis, there was the 
additional financial worry of not being able 
to work and having to attend the kidney 
clinic each week. Because I was now 
immunosuppressed, public transport wasn’t 
an option for getting to work or hospital. I 
had to take a taxi across London to each 
appointment and back home again.  

The financial strain was a constant worry and 
impacted my ability to sleep. I am lucky to 
have a network of supportive friends who look 
after my dog Magic when I’m in the hospital 
and groom her free of charge. Having worked 
all my life, I am not used to accepting things 
for free, I struggled to ask for help and even 
considered using a food bank. I have never 
felt so vulnerable.  

The grant from Kidney Care UK  
I eventually shared my financial concerns with 
my consultant, and he advised that I could 
apply for a grant from Kidney Care UK to help 
with my transport costs. 

I was put in touch with Sandy Lines, a Kidney 
Care UK Advocacy Officer, who provided 
excellent advice in a way that made me feel 
comfortable and safe in her hands. Sandy, 
who was a kidney nurse for many years, 
understood my situation only too well and 
offered wisdom, support and a shoulder to 
cry on. I was extremely grateful for all her 
support as I was in a very dark and confusing 

“Having worked all of my life, I am not used to accepting things Having worked all of my life, I am not used to accepting things 
for free. I struggled to ask for help and even considered using a for free. I struggled to ask for help and even considered using a 
food bank. I have never felt so vulnerablefood bank. I have never felt so vulnerable“ 

By Judy Barr 

   FEATURE INTERV
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place. Our conversations were a real turning 
point for me. 

Sandy confirmed that a grant from Kidney 
Care UK was available for people like me and 
encouraged me to apply. I was absolutely 
delighted to quickly receive a cheque for 
£300 for my hospital travel costs. 

It gave me such a lift, both financially and 
emotionally, to know that organisations such 
as Kidney Care UK were there to support me 
at my lowest ebb, as I was feeling very lost 
and alone.  

I have contacted Kidney Care UK again on 
different occasions for information about 
diet, the side effects of CKD and how to 
adapt to a new way of living, and I think I am 
now beginning to see the light at the end of 
a very dark tunnel. Just knowing Kidney Care 
UK are there to offer good, sound advice and 
support is a constant source of reassurance 
to me and makes it so much easier to 
continue my journey living with CKD. 

“It gave me such a lift, both It gave me such a lift, both 
financially and emotionally, to financially and emotionally, to 
know that organisations such know that organisations such 
as Kidney Care UK were there as Kidney Care UK were there 
to support me at my lowest to support me at my lowest 
ebb, as I was feeling very lost ebb, as I was feeling very lost 
and alone.and alone.“ 

LEARN MORE
www.kidneycareuk.org/learn-more 
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Talk to us 

Whether you need help with money worries, want to talk through how 
you’re feeling with someone who understands or just want support 
with the practical impact of living with kidney disease, we’re here for 
you.

Our advocacy team is here for you. From 
accessing our support services to helping you 
with your welfare, benefits and care options, we 
will help you explore the choices available to you.

If you just want to talk to someone who gets 
it, our trained renal counsellors offer free and 
confidential emotional support, to help you 
cope with feelings of stress or coming to terms 
with kidney disease.

There are lots of new kidney-friendly meals 
available in the Kidney Kitchen, including vegan 
and gluten free options, as well as cheaper 
recipes. Head to the website to see how you can 
lower food costs without missing out on flavour. 

For younger people with kidney disease, 
the Young Adult Kidney Facebook Group 
offers those between 18 and 30 years old the 
chance to come together as part of a safe and 
supportive online community. 

If you’re just one unexpected bill away from 
not being able to cope, we may be able to offer 
support towards a range of costs such as paying 
bills or purchasing an essential household 
appliance.

Whether for a holiday or work committments, 
being able to take a break is important. Our 
holiday grants and free Kidney Care UK Dialysis 
Freedom ‘Dialysis Away From Base’ service can 
help you travel.

Working alongside our Patient Advisory 
Group, our policy team works at national and 
government levels, helping us to make tangible 
differences to the quality of patient care.

Scan to find out more about our work or 
go to www.kidneycareuk.org/get-support

1 2

As the cost of living continues to rise, you can 
find a range of top tips to help keep your costs 
down, as well as discover the support available 
through Kidney Care UK on our website. 

£
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Climbing every mountain     
When someone asks for a brief summary of your existence it can be hard to start, to sit 
down and reflect on the massive highs and unmeasurable lows. Sometimes I feel like I’ve 
lived three lifetimes.  But without a doubt it has made me who I am today.  

At the age of ten, if you had asked me what I wanted to 
be, I probably would have said  a scientist or a rock-
climbing instructor. Opposite ends of the spectrum 
is an understatement, but I was always torn between 
my love of adventure and my love of science. If you’re 
going to work for the best part of 40 years you have to 
enjoy what you do!  

I pursued the science path with a dream to study 
medicine. It was during my second year at college 
that bloods and subsequent biopsies revealed 
stage 4 chronic kidney disease (CKD) caused by IgA 
nephropathy. Like most people, I did not know how to 
handle it. I spent a lot of time on the internet, trying to 
find out answers for myself in an attempt to feel less 
alone and more in control. I built my armour out of 
facts, figures and a healthy dose of denial. I sank into 
a hole of self-pity and anger, but I wasn’t angry, I was 
just scared. When you’re a teenager, you’re invincible, 
it’s like a superpower that you don’t realise you have 
until it’s gone. 

My first transplant 
My kidney failure chapter was longer and much more 
complex than I could ever have predicted. My first 
transplant, selflessly donated by my dad, lasted 
a mere 24 hours, and with its loss my dreams of 
resuming normal life slipped away. I was stuck in a 
relentless cycle of failed treatments, illness, hospital 
stays and close calls. Despite the consistent chaos 
that seemed to follow me, I couldn’t sit still. My mind 
had to be focused on something. So, I directed my 
energy into patient advocacy and got involved with 
projects in and surrounding the dialysis unit.  

My second chance 
Finally, two years after my initial failed transplant, I got 
a second chance through the pooled-paired scheme. 
My stepmother Lynsey had come forward as a donor 
and in our second run we had a successful match, 
enabling us to move forward. It was not without its 
complications; I went through a traumatic experience 
during the transplant. But this time, when I left the 
hospital I had more than just the scars, I had my kidney!   

My life now is what I always dreamed it would be and 
I haven’t held back. I dived straight back into the 
outdoor work and qualified as a mountain leader, 
a rock-climbing instructor, wilderness emergency 
medical technician (WEMT), and I am about to lead my  

first international expedition. One of the things I love 
about my job is seeing people push themselves to the 
absolute limit. Only when you get out of your comfort 
zone does the magic happen and you find out who you 
really are.  

If I’m not outside, I don’t feel like myself, there’s always 
a chunk of me that belongs in the mountains. When I 
was on dialysis, I felt like I was living someone else’s life 
and my only job was to stay alive and keep breathing.  I 
did not thrive. So, when I get the opportunity to push 
myself, I dive right in.    

   FEATURE ARTIC
LE 

By Tara Bashford  

“ Since my transplant I haven’t Since my transplant I haven’t 
stopped, whether that’s climbing, stopped, whether that’s climbing, 
mountaineering, running, working mountaineering, running, working 
towards qualifications or just eating towards qualifications or just eating 
tomatoes! The freedom I’ve been tomatoes! The freedom I’ve been 
gifted is something I will never take gifted is something I will never take 
for grantedfor granted “ 
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Since my transplant I haven’t stopped, whether 
that’s climbing, mountaineering, running, working 
towards qualifications or just eating tomatoes! The 
freedom I’ve been gifted is something I will never 
take for granted.  

Changing perceptions 
When I stand at the start line of a race, the bottom 
of a mountain or in front of a group I’m about to 
take on an adventure, I’m not ‘Tara, the girl with a 
kidney transplant’, I’m just another person trying to 
squeeze the most out of life.  

Navigating through  the trauma of kidney disease 
gives you a great mind for tackling serious 
challenges. The only difference is, you’re in control 
of the discomfort rather than being a bystander.  

The part of my life that was ruled by hospital 
appointments, dialysis, transplants and 
ambulances feels well and truly over. But the 
impact it had cannot be understated. My 
unshakeable desire to experience the world saved 
my life, without a doubt. My current kidney has 
around 30% (on a good day) but it’s not something 
I think about often and I know it’s easy to obsess 
over potential decline. But I say ‘control what you 
can control, everything else is just extra baggage’. 

I’ll keep climbing, running, travelling and riding 
this insane rollercoaster I’m on for as long as my 
body says yes, and right now we’re both on the 
same page. 

“ “ Only when you get out of your Only when you get out of your 
comfort zone does the magic happen comfort zone does the magic happen 
and you find out who you really areand you find out who you really are“   “   

LEARN MORE
www.kidneycareuk.org/learn-more 
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““ We want to make it clear to 
professionals who organise 
and provide kidney services 
why it is so important that 
they consider more than 
just the physical health 
needs of their patients““

10

Our psychosocial  
campaign is launched      
What is psychosocial care? We use this phrase to describe the various services which you 
may need and could be offered to you by psychologists, social workers, counsellors or 
psychiatrists.   

We are very proud to launch our campaign for action for better psychosocial support for 
people living with kidney disease. The campaign recognises the need to support mental 
health and social care for all kidney patients and has been created in partnership with the 
National Psychosocial Working Group. 

A patient perspective     
By Jo-Anne Dobson, Kidney Care UK Northern Ireland 
ambassador and living donor 

“How are you doing?” “Is everything all right?” “Are  
you okay?” 

Every one of us hears these questions, framed in many 
different ways, every day in life. Yet, as we all lead such 
different lives and experience different emotions, our 
answers are seldom the same. 

As the mother of a life-long kidney patient, as a living 
donor and in my role as Northern Ireland Ambassador 
for Kidney Care UK, I often hear kidney patients talk 
very openly about their mental health needs and the 
lack of available support.  

From years of experience visiting kidney units, dialysis 
wards and patients’ homes with my son, the issue of 
additional support, and in particular kidney-specific 
support for mental health needs, has been a constant 
topic of discussion.   

The need for continued mental health 
support for patients 
The anxiety and stress brought on by the Covid-19 
pandemic has not helped. Kidney Care UK has 
conducted three national patient surveys since the 
beginning of the pandemic. The responses clearly 
show almost 7 out of every 10 patients who took part 
– and there were over 2,400 respondents – asked 
for continued mental health support to help them 
manage their worries.  

That’s why it’s so important that Kidney Care UK is 
spearheading a patient-centred campaign to improve 
availability of psychosocial support for people with 
kidney disease right across the UK. We want to make it 
clear to professionals who organise and provide kidney 
services why it is so important that they consider more 
than just the physical health needs of their patients. 

Campaigning for change
One of the first steps in our campaign was bringing 
together experts working in the field. We combined their 
academic and professional knowledge with what we 
know as a charity, representing people living with kidney 
disease to write a ‘manifesto’. As well as presenting the 
evidence for the importance of psychosocial care, this 
document includes ten key recommendations that will 
make most difference to patients. We are now sharing 
this manifesto far and wide with NHS organisations, 
Parliamentarians and Government officials – everyone 
who could play a role in making care better.  

Publishing the manifesto document is just one 
aspect of the campaign. We all have a part to play 
in achieving our aims (which we know can’t be done 
overnight).  Everyone can get involved, including 
people with kidney disease sharing their stories and 
lobbying their healthcare professionals or writing to 
their MPs and demanding action. 

What a massive difference it would make for everyone 
with kidney disease to receive dedicated support, to 

www.kidneycareuk.org
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help them cope with anxiety and stress, to deal with 
difficult emotions and to navigate their way round the 
complexities of the health and social care system. The 
manifesto outlines what is needed in great detail and 
now we need to keep demanding change! 

How you can help bring about change 
If you are someone living with kidney disease reading 
this article and agree with our campaign aims, please 
join us by visiting the Psychosocial Hub at  
www.kidneycareuk.org/manifesto or by emailing 
your thoughts and experiences to the team at  
policy@kidneycareuk.org.   

If you are a healthcare professional, please share the 
manifesto with those in a position to implement the 
recommendations. By adding your voice to ours and 
taking action, we can all help make it happen.  

When it comes to our mental health, it’s okay not to 
be okay – but what isn’t okay is the continued lack of 
psychosocial support for people living with kidney 
disease.  Let’s change that together! 

 LEARN MORE
www.kidneycareuk.org/learn-more 
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Some people feel like they breeze through, while 
others describe it as the most difficult thing they’ve 
ever experienced. In reality, I think most of us fall 
somewhere in the middle. 

I didn’t know what I didn’t know 
It feels a bit redundant to say that I wasn’t mentally 
prepared to have a kidney transplant; I don’t think 
anyone ever is. It’s not as if my kidney team didn’t ‘do 
enough’ to help with this, it was more a case of there 
being only so much they were able to do. I was healthy 
enough to undergo the surgery, and had been told in 
advance about some of the practical plans I needed 
to put in place. But from a mental and emotional 
perspective I didn’t know how much I didn’t know. 

Something my psychologist particularly helped me 
with was my attitude towards being ‘on the waiting list’. 
This is a strange time, almost like limbo, and no doubt 

everybody handles it differently. Personally, I found 
it helped a lot to try and forget about it. I knew that if 
I started living my life as if I was ‘waiting’, thinking only 
of all the things I would do ‘when I get my new kidney’, 
I’d miss out on the life I still had in the meantime. It 
obviously wasn’t the circumstance I’d have chosen, 
but it was the one I had, and I had the choice to try and 
make the most of it. 

While I don’t think there was ever a point where I 
expected to be ‘fixed’ or ‘cured’ after my transplant, I 
definitely expected to recover more quickly than I did, 
and I’m not exaggerating when I say that overall, I felt 
worse before I felt better. 

I don’t remember much from the first day or so 
afterwards, only a random collection of things I’ve 
pieced back together from text messages, selfies and 
bits of conversation. The movie-worthy moment of 
‘I woke up and suddenly realised that this was what 

My transplant: The things  
I wish I’d known    
There are so many misconceptions about what going through a kidney transplant 
is like, and how recipients ‘should’ feel before, during and after this completely life-
changing experience. Knowing a bit more about what to expect can make the whole 
process less daunting.

By Holly Loughton 

““The movie-worthy moment The movie-worthy moment 
of ‘I woke up and suddenly of ‘I woke up and suddenly 

realised that this was realised that this was 
what healthy is like!’ never what healthy is like!’ never 

happened for mehappened for me““

   FEATURE ARTIC
LE 
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healthy is like!’ never happened for me. This is the case 
for many people, but at the time, it was quite a shock 
to go from excitedly expecting to feel better, to ‘my 
new kidney’s not working and I also feel like I’ve been 
hit by a train’. 

Sometimes I feel like people who talk about 
transplants focus so much on how amazing it is 
that organ donation can take someone who was 
desperately unwell and give them back a healthy life 
that they forget about the bit in the middle. This is 
often drawn-out, painful and really hard. 

I’m not who I was 
A few days post-transplant, a pharmacist appeared. 
She attempted to explain (to my still exhausted and 
drugged self) all the different medication I would 
now be on, and when and how I needed to take it. I 
know this session was supposed to be helpful and 
reassuring, but in reality, it left me thinking “I’ll never 
get my head around all this”, and convinced I was going 
to poison myself or kill off my new kidney within the 
first few weeks!  

Obviously, that didn’t actually happen, and I now have 
absolutely no problem keeping track of what I need to 
take and when. But I’ll never forget how confusing and 
intimidating this conversation was, and how much it 
would have helped to have had at least some of that 
information before my transplant so I had time to start 
to make sense of it. 

The longer-term impact of this new medication was 
a whole different ballgame, especially because it was 
just as much psychological as it was physical. Initially, 
I had quite a bad reaction to one of the drugs I was 
given. This resulted in my becoming ill enough to lose 

a large amount of weight very quickly, simply because 
I was too sick to eat. Fortunately this was resolved 
within a few months.  

However, I then had longer-term side effects. My 
weight was up and down, my skin had a mind of its own 
and my hair thinned out significantly. My hair loss in 
particular really affected my self-image for the next 
several years until I finally discovered some biotin 
supplements that helped.  I’m grateful to have had a 
transplant pharmacist who made the time to help me 
investigate what was suitable and safe to take. 

For a long time, I was ashamed to admit how much 
these things bothered me, as I worried I’d be judged for 
being shallow or ungrateful. 

It’s hard, but it gets easier 
Being discharged from hospital was not the end of 
things. For the first year post-transplant, my mental 
health was worse rather than better. I wish I had 
understood three things: 

• It was normal 

• It wasn’t my fault 

• It would get easier. 

I wish I’d realised that not only was I one of a huge 
number of transplant recipients whose mental 
health and emotional wellbeing was on shaky ground 
– but also, all things considered, that it wasn’t that 
surprising! Not only was I physically recovering from 
surgery, I was also trying to reassess my whole future, 
plan what I was going to do next and figure out how 
I felt about it all! Over time I’ve become more well 
attuned to how I’m coping, and have got a lot better at 
asking for help and support when I need it. 

I feel like there are far more people who respond 
the way I did, and who don’t feel like post-transplant 
mental health, depression and anxiety are spoken 
about often enough. Our recovery is hard and 
requires not only huge physical effort, but also huge 
mental effort. 

Even now, nearly five years later, I still have days where 
I worry about the future. I have yet to have a blood test 
which hasn’t been accompanied by an anxious wait 
afterwards until I know that everything is as it should be. 

More long term, I’ve discovered that knowledge is 
power, and taking control of proactively learning about 
my condition and managing my own health has also 
really helped me manage my anxiety.

LEARN MORE
www.kidneycareuk.org/learn-more 
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Most people with chronic kidney disease (CKD) 
have other long-term conditions. What are the 
implications of having multiple health conditions 
and what can be done to help? 

Having multiple conditions – called multimorbidity by 
doctors – is more common in people with CKD than in 
people with any other long-term condition. Research 
from the University of Glasgow suggests that high 
blood pressure, diabetes and chronic pain are the 
other commonest conditions in people with CKD 

Implications of multimorbidity 
According to Dr Mike Sullivan: “Almost everyone with 
CKD _ about 9 in 10 people  _ has other long-term 
conditions and this has important implications. 
As the number of conditions increases, a person’s 
health become more complicated and complex to 

manage. For example, if you have multiple conditions 
and become unwell, you are more likely to need to be 
admitted to hospital than if you just have CKD.” 

Mike is Specialist Registrar at the Glasgow Renal and 
Transplant Unit, Queen Elizabeth University Hospital, 
and Clinical Research Fellow at the University of 
Glasgow. He has a special interest in studying people 
with kidney disease and multiple other health problems. 

Mike says: “Many of the people that I look after in 
kidney clinics and dialysis units know all about their 
conditions and their treatments, but some do not. 
Some people do not want to know; they are happy 
not to know too much about their health. But I think 
that if people do want to know, they can talk to their 
kidney doctor or nurse, so that they understand their 
conditions and their treatment. This might help them 
understand why they have the symptoms they do and 
this could help them manage their symptoms.  

“This is especially important for people who are taking 
multiple medications. We know that some people 
do not always take their medications, especially for 
conditions like high blood pressure that often do not 
cause symptoms. Understanding more about your 
long-term conditions may make you more likely to take 
your medications. This could improve how effectively 
the conditions are managed. So I encourage people to 
be interested and find out more about the conditions 
they have,” he adds. 

Treatment burden  
Taking multiple medications – known as polypharmacy 
– is very common among people with CKD. It is an 
important contributor to treatment burden, which 
is different from the symptoms that someone 
experiences. Treatment burden is all the work that 
people and their carers must do to maintain their 
health and wellbeing, but it is not always acknowledged 
by healthcare professionals.  

K idney Cli n icK idney Cli n ic  
Heavy burden: multiple health conditions and CKD  

Table 1:  long-term conditions in order of 
frequency in people with CKD 

• Hypertension (high blood pressure) 

• Diabetes 

• Chronic (long-term) pain 

• Depression 

• Cancer 

• Heart failure 

• Heart attacks/angina 

• Lung disease (including asthma) 

• Cerebrovascular disease (stroke or transient 
ischaemic attack) 

• Atrial fibrillation (irregular heart rhythm)  

www.kidneycareuk.org
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Mike explains: “Treatment burden is 
significant and it becomes greater as people 
have more conditions. It might include taking 
tablets, going to the pharmacy to collect 
these tablets, going to appointments at 
different hospitals for different conditions. It 
might involve having to arrange transport to 
get to the appointments or being telephoned 
while busy with family, friends or work.” 

According to Mike, both patients and 
doctors need to work together to minimise 
the treatment burden. He explains: “I 
encourage people with CKD and their 
clinicians to think what is really possible for 
patients. For example, if someone is being 
prepared for dialysis, they usually have 
multiple appointments and other hospital 
visits, such as being admitted overnight for 
fistula creation. Appointments with other 
specialists, such as at the eye clinic or with 
the diabetes team, are also really important. 
Patients should ask themselves if they can 
come to all these appointments, instead of 
not being able to attend because of having 
too much to manage. 

“Similarly, rather than just assuming 
that all medications will be taken and all 
appointments kept, clinicians should ask 
themselves if this is really feasible balanced 
against everything else that is going on 
patients’ lives. As clinicians, we can think that 
we are the only doctors that patients see, but 
this is not the reality.” 

Treatment burden is particularly difficult for 
people who are dialysing in centre, who are 
already spending three days a week at the 
dialysis unit. It is a significant burden to have 
to fit other appointments – with the hospital, 
GP, podiatrist or dentist – around dialysis. It 
means a great deal of work, especially if you 
cannot change appointments online or have 
limited internet access.  

Mike says: “It takes a great deal of time and 
skill for patients to navigate healthcare 
systems – it can feel like a fulltime job. This 
treatment burden needs to be acknowledged 
by people with CKD themselves, but mainly 
by clinicians who should aim to make life 
easier for their patients. Although it should 

K idney Cli n icK idney Cli n ic  
Heavy burden: multiple health conditions and CKD  

“About 2 in 5 people 
with CKD have chronic 
pain and about 1 in 5 
have depression“
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not be a patient’s responsibility to deal with conflicting 
appointments, it still happens with the current 
system. So, if you get a letter giving you a date for an 
appointment, tell them if you’re not going to be able to 
attend and ask for the appointment to be changed.” 

Chronic pain, depression and anxiety 
While cardiovascular conditions such as high 
blood pressure, heart disease and heart failure are 
particularly common among people with kidney 
disease, Mike and his colleagues’ research has 
highlighted the high proportion of people with CKD 
who also have long-term (chronic) pain and mental 
health problems such depression and anxiety.  

“About 2 in 5 people with CKD have chronic pain and 
about 1 in 5 have depression. Generally, kidney doctors 
are not as good as we should be at asking about 
problems to do with mood and pain, and unfortunately 
treatments for these conditions are not particularly 
good. Too often, as a medical community we focus on 
how we are going to improve blood pressure control 
or vascular access. However, CKD patients need us to 
invest in treatment for symptoms like chronic pain that 
really bother patients and reduce their quality of life.” 

GPs regularly deal with mental health problems, so 
often have more expertise than hospital doctors 

in managing problems like depression and anxiety. 
However, dialysis patients in particular spend so much 
time in hospital that they are sometimes reluctant to 
spend any extra time going to see a GP.  

“All too often, people with CKD also think that their GP 
cannot help. But GPs are very skilled and if they are 
unsure if treatments are compatible with your kidney 
care, they will contact the kidney team,” adds Mike. 

People with CKD are more likely to experience side 
effects, and the number of their medications means 
that interactions between drugs are common. So 
GPs can be worried about prescribing medicines for 
people with CKD. If this is the case, Mike advises talking 
to your kidney doctor. 

Research and guidelines 
Better recognition by clinicians of symptoms like 
chronic pain, depression and anxiety in people with 
CKD is key, but treatments also need to be improved. 
However, when new medications are being developed, 
people with kidney disease are frequently not included 
in the clinical trials. As result, the medication being 
studied may not work so well in people with CKD. 

“Clinical trials sometimes assume that people have 
just one or two conditions. For example, when a 
diabetes drug is developed, many of the people in the 

“It takes a great deal 
of time and skill for 

patients to navigate 
healthcare systems 
– it can feel like a fulltime job”
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Article by Sue Lyon  
Freelance Medical Writer & 
Editor, London

trials might just have diabetes, or possibly diabetes 
and high blood pressure. But the people kidney 
doctors treat usually have multiple conditions, so the 
trials do not always represent our patients well. People 
with CKD and multiple conditions need to be included 
in research because it influences clinical guidelines,” 
says Mike.     

Clinical guidelines are recommendations on how to 
diagnose and treat a medical condition. They are 
written for doctors, nurses, and other healthcare 
professionals, and aim to help ensure that patients 
receive up-to-date and appropriate treatment and 
care. Since CKD and other long-term conditions 
are often viewed in isolation, clinical guidelines 
do not always take into account that people have 
multiple health problems. It can therefore be difficult 
for clinicians to make the right decisions for their 
patients’ treatment. 

Conclusion 
According to Mike: “Although knowing about and 
treating your long-term conditions is important, your 
all-round wellbeing is key.  No matter the conditions 
you have, keeping your mind and body active in simple 
ways can make a really big impact on your general 
health. You do not have to do ‘exercise’ or what people 
would typically think of as exercise. For some people, it 

might mean walking a bit further by parking at the other 
side of the supermarket car park; for others it might be 
doing stretches sitting in a chair.  

“When you are prescribed a medication or sent an 
appointment letter, ask questions and explain if you 
cannot take the tablets or go to the appointment. It is 
best to be upfront and honest with clinicians. The last 
thing we want to do is to disrupt people’s lives and for 
there to be poor communication with our patients. 
I hope that by asking questions and asking yourself 
‘Can I do what is being asked of me?’, you will be 
empowered as a patient,” he concludes.

LEARN MORE
www.kidneycareuk.org/learn-more 
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I’ve been on dialysis for just over 30 years. During this time, I have had several other health 
issues brought on by my CKD and subsequent dialysis. This means that my conditions are 
managed by several different doctors, in different hospitals, and even a few hospitals in 
different countries!  

When I was 17, living in South Africa and in my final year at school, I managed to pick up a bad 
case of flu. I had a very sore throat and somehow the streptococcal virus from the sore throat 
managed to reach my kidneys. Before this, I had never been to hospital. I was first-team rowing 
and very fit indeed. This all changed, literally overnight. 

My kidney deterioration was quick and I ended up on dialysis within six months.  I had my first 
kidney transplant donated by my mum, in 1992. Unfortunately, Mum’s kidney lasted only three 
years and we discovered that the immunosuppressive medications I was taking during that 
time had affected my liver.  As a result, the medication had to be stopped and I lost the kidney 
in 1995. 

Over the next 27 years, I managed to accomplish quite a bit. I moved countries three times, 
and was under five different hospitals for dialysis, kidney, heart and liver care. I also had 
numerous operations during this time – hip replacements, incisional hernia repairs, a bout 
of C difficile (which nearly killed me) and a combined liver and kidney transplant. But also 
during this time, I still had a life that had to carry on. I travelled a lot, got married, got divorced, 
had a couple of girlfriends and all the normal things that life chucks at you that also require 
organising and managing.   

The move to Cyprus and back to the UK 
In 2010, I decided to move to Cyprus.  Unfortunately, this is when my liver decided to really 
go downhill.  I spent more time in Nicosia hospital than I did at home and eventually, after the 
doctors had tried everything, they recommended that I go back to the UK as I would need a 
liver transplant and they did not do them in Cyprus. 

So I went back to London, under the care of King’s College Hospital for my liver issues.  I 
carried on dialysis with St Helier Hospital in Sutton, but was having more and more episodes 
of encephalopathy (a brain problem caused by liver impairment) that saw me in and out of the 
intensive care unit (ICU) on a regular basis.   

I needed a combined liver and kidney transplant – at which point the transplant team at Guy’s 
Hospital joined the party.   

Note to self – buy larger 
appointment diary!     
Living with several chronic health conditions, often managed by 
different clinics in different hospitals, requires much more skill than 
just the ability to juggle a busy schedule. James Symes shares his 
experience of care across decades, consultants and continents.

By James Symes 

   FEATURE ARTIC
LE 

““Knowledge empowers you by giving you the confidence to see Knowledge empowers you by giving you the confidence to see 
different doctors at different hospitals, safe in the knowledge different doctors at different hospitals, safe in the knowledge 
you know your history and so can speak up when something you know your history and so can speak up when something 
doesn’t sound rightdoesn’t sound right““  
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Becoming my own centre of knowledge 
It soon dawned on me that because I was dealing with so many 
consultants at different hospitals, I really had to know what was 
going on. I have always been very good at knowing my medicines, 
and how each related to my different conditions. As a patient, it is 
so important to have a really good understanding of what is being 
discussed, so that you can take part in those discussions and retain 
control of what is going on.  

You must be your own centre of knowledge and be able to 
communicate your medical history to each doctor you meet.  
Don’t rely on your NHS notes, as these days some doctors rarely 
have time to read your full history.  The more you know about 
your conditions, the better you will fare in the system.  Knowledge 
empowers you by giving you the confidence to see different 
doctors at different hospitals, safe in the knowledge you know your 
history and so can speak up when something doesn’t sound right.   

A combined liver and kidney transplant 
In June 2013, I had my combined liver and kidney transplant.  It was 
not a simple operation. I was in and out of ICU for over a week and 
in an induced coma for most of this time.  The liver took well, but 
there was a lot of post-operative bleeding and a bile leak.  The kidney 
refused to wake up and I ended up staying in hospital for nearly three 
months while the doctors tried everything they could to bump start 
it.  Unfortunately, the kidney never got going and I was eventually 
discharged with no alternative but to continue with dialysis. 

By 2019, after so many years on dialysis, my heart was beginning 
to cause concern due to valve calcification. During a meeting with 
a client I had a heart block (when the electrical signal that controls 
your heartbeat is partially or completely blocked).  I now have a 
pacemaker and I am under St George’s Hospital for my heart. 

A drug-run to get important medication 
I am cared for by several hospitals and many consultants.  To say it 
is a logistical challenge to organise clinics and arrange to collect my 
medicines from different places would be an understatement. At 
one stage, while I was in Cyprus, the country ran out of a medication 
that was very important for me. I eventually found a pharmacy 
across the border in North Cyprus with stock.  So my dad and I did 
a ‘drug-run’ to the North to get stock.  I was amazed at how cheap it 
was there, and no prescription required!  

If I have a clinic at one hospital, it is also very important for me to be 
able to let the other clinics know.  It feels very much as if hospitals 
and consultants still do not have an effective system for sharing 
information.  So, whenever I go to see one of them, I always take 
my most recent clinic letters from other consultants.  Things are 
getting better, but I still feel that I need to be in control of the status 
of my own health issues and of what all my consultants are planning 
– especially now that a possible return to the kidney transplant 
waiting list is on the cards!  

My illness has challenged me in many ways. But I have always 
accepted and owned my situation and been determined to 
overcome these challenges. Believing that nothing is impossible is 
what keeps me going.  I just want to live the best life I can – after all, 
it’s the only one I am going to get!
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Combine the green seasoning marinade ingredients in a 
bowl to make the marinade. Add the chicken, coat well & 
leave covered in the fridge for 1 hour. After 1 hour, heat the 
oil in a large saucepan, add the sugar until it browns and 
then add the chicken to the pan on a medium/low heat.

21

Cover the pan and cook for 20 minutes or until the 
chicken has cooked through. Then add the chopped 
onion, red pepper, carrot, pigeon peas, beer and 
reduced-salt tomato ketchup. Re-cover the pan and  
cook gently for 10 minutes. 

www.kidneycareuk.org
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Low protein 
Low salt
Per portion, Costed May 22

Energy

Low phosphate
Low potassium
Low fat
Carbohydrate

4

£2.62
541Kcal
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Nutrition values are calculated per serving • Kidney diet guidelines vary for each  
individual •  Consult your dietitian or doctor for the specific diet that is right for you.  
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Check the pan throughout the cooking time and, if needed, 
add more water to help the rice cook. Serve once the rice 
has cooked and the liquid has evaporated.

43

Wash the rice in a strainer with a fine metal mesh. Run 
warm or cold water over the rice until it runs clear. Add the 
rice and French green beans to the pan with the chicken 
and combine. Cover the pan and simmer on a gentle heat 
until the rice is cooked (approximately 20 minutes).
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Ingredients 
1 pack of chicken thighs (4 pieces) skinless 

and boneless (approximately 350g)

2 teaspoons of vegetable oil

1 tablespoon brown sugar
1/2 onion, chopped

1 red pepper, chopped

1 medium carrot, peeled and chopped

1 400g tin of pigeon peas, drained

200ml of beer e.g. Heineken, Corona, 

Budweiser or any other light beer

1 teaspoon reduced-salt tomato ketchup

240g easy-cook long grain rice

200g French green beans, trimmed and 

chopped

Green seasoning marinade 
1 small Scotch bonnet pepper finely 

chopped (optional)

2 chopped garlic cloves 
1/2 onion, chopped

2 heaped teaspoons chopped fresh chive

2 heaped teaspoons chopped fresh thyme

2 heaped teaspoons chopped fresh 

coriander

2 spring onions, finely chopped

1 tablespoon (15ml) Worcestershire sauce

2 teaspoons reduced salt soy sauce

Chicken palau 
Prep: 15 mins •  Cook: 50 mins •  Serves: 4

A high protein meal that’s bursting with flavour yet low in salt.

Carbohydrate  The rice is the main source of carbohydrate in this dish and the values have been provided for those 
who have trained in insulin adjustment.

Phosphate/ potassium  Although this dish does contain some potassium, when keeping to the portion sizes 
suggested, this dish is low in potassium and can be enjoyed as part of a low potassium diet.

Although low in phosphate, this dish does contain some phosphate, mainly provided by the chicken, therefore, if you 
have been prescribed a phosphate binder, ensure you take them with this dish.

Protein  This recipe is high in protein, so is suitable for anyone on dialysis. 

Special diets   
Gluten free: Use a gluten-free beer, Worcestershire sauce and soy sauce.

Healthier option  Although this dish is low in salt, it does use some high-salt ingredients. These ingredients are used 
in very small amounts; measure each one carefully to avoid overusing.

You could also increase the fibre in this dish by replacing the white basmati rice with a wholegrain variety.

Cheaper option Use dried herbs instead of fresh.

Tips  If preferred, a non-alcoholic beer could be used. If you would prefer not to use beer, use one very low salt-stock 
cube made up with 200ml of boiling water.

Cooking in the kitchen with Dela Idowu a nd Hayley Trim-Jones Cooking in the kitchen with Dela Idowu a nd Hayley Trim-Jones 
An easy but delicious one-pot dish for all the family. 
Visit www.kidneykitchen.org for more recipes, videos and dietary information. 

   Price per portion

£2.62
costed
 May 22
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You’ll never be offered just a  
biscuit in my house!      
We will all react differently to being advised to change our  
eating habits in order to stay well.  For some of us, food is just  
fuel. But for many, food and the preparing and sharing of food 
is an integral part of how they relate to the people who matter in 
their lives. Dela explains why this is especially so for people from 
Black communities.  

It was a sunny late afternoon when my friend, Hayley 
and I boarded our train back to London. We had just 
spent two days in the Kidney Kitchen in Cornwall with 
the whole team, cooking some delicious traditional – 
but kidney-friendly – Caribbean dishes.  

Staring into the River Tamar as the train crossed 
Brunel’s Royal Albert Bridge, I pondered on the 
relationship African-Caribbean communities have 
with food – a love affair that comes with its own love 
language.  

Food as the peacemaker 
Ola, a family member, once told me that her children 
often asked, “Mum, why is food your love language?” 
Not sure whether to take offence or be flattered, she 
asked them to explain.  

They said that whenever she feels she’s done 
something wrong, rather than apologise, she goes into 
the kitchen to cook up a ‘peace offering’. Out come 
the jollof rice, dodo (fried plantain), meat and chicken, 
which they all find hard to resist. They complain that 
she’s always sabotaging their healthy eating plan and 
their low-carb diet! 

But I have a handy tip for Ola’s children, which may 
also help people who have been advised to follow a 
more kidney-friendly diet. A kidney nurse I know once 
asked a group of patients what they put on their plate 
first when dishing up a meal. Everyone shouted out 
‘rice, chicken, meat’ first; the last items to make it on 
to the plate were the vegetables or salad.  
 

She recommended that they try the reverse, starting 
with the vegetables or salad, then the meat and last 
the rice.  In loading our plates in this order, we will put 
less rice on our plate and less rice means fewer carbs! 
That was a real Eureka moment for many. 

For people from Africa or the Caribbean, life is 
all about food.  It’s the spirit of the community; it 
binds us together and plays a central role in a Black 
household. We prepare food for any and every 
occasion, and we naturally love to feed people – we 
absolutely must offer food to everyone who comes to 
our home. I can’t really explain why we are wired this 
way. It’s just in our DNA.   

Feuding over food 
Often, as Black people, we get offended if friends and 
family come to our homes and don’t want to eat… it 
can start a family feud!  I have been forced to eat two 
full meals in the space of a few hours when visiting 
friends and family because of this unspoken rule. This 
is so contrary to when I visit the home of my non-Black 
friends, where I am offered only a drink, or on rare 
occasions, some biscuits. They are often surprised 
when they come to my home for a visit, because they 
are ushered into the dining room where we chat and 
catch up over a two-course meal. 

At work, my Black colleagues often share food 
together; lunch is like a picnic.  I notice the curious 
side glances of other colleagues as they watch us 
pass food around and dip our fingers in each other’s 
containers, taking in all the spices and flavours, and 
sharing the love. 

But how does our love affair with food affect African-
Caribbean kidney patients? Surely, they want to be 
showered with love and food when they visit friends 
and family, just like anyone else? Unfortunately, 
African-Caribbean kidney patients may have to leave 
some of their traditional favourite foods behind and 
adopt a more kidney-friendly diet. For us, perhaps 
Diana Ross should have sung, ‘Stop! In the name of 
love…before you damage my kidneys’?  

By Dela Idowu 

““We prepare food for any and We prepare food for any and 
every occasion, and we naturally every occasion, and we naturally 
love to feed people – we absolutely love to feed people – we absolutely 
must offer food to everyone who must offer food to everyone who 
comes to our homecomes to our home““
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Adapting, not denying 
I asked other kidney patients if their passion for 
food has been affected by all the necessary dietary 
restrictions associated with a diagnosis of CKD. 
Belinda said,  “The biggest impact of living with CKD for 
me has been the change I have had to make to my diet 
in order to make it more kidney-friendly. As a Nigerian, 
I loved a traditional dish my mother made with beans 
and could eat it every day. But as a kidney patient, I 
can’t eat it now as it’s very high in potassium. ”

Belinda also mentioned that she had always enjoyed 
cooking, but preparing food has now become routine 
and not so exciting. Maybe the Kidney Kitchen 
(www.kidneykitchen.org) recipes can help Belinda 
add some spice and excitement back into her cooking! 

“It’s all about balance,” another kidney patient, 
Chanella, tells me. “It’s difficult to resist a bowl of 
Mum’s delicious Caribbean chicken soup made with 
yam, green bananas, vegetables and dumplings, 
traditionally eaten on Saturdays.” 

Although it’s high in potassium and carbs, Chanella 
still joins the rest of the family when they come around 
because she doesn’t want to miss out on the banter 
and social updates that accompany the delicious 
chicken soup. But she also knows that eating yam, 
banana and dumpling will cause her potassium level 
to spike and so chooses to enjoy only one of the three 
high-potassium ingredients. 

African-Caribbean kidney patients want to eat the 
traditional foods they have always enjoyed, and find 
it difficult to be told by renal dietitians that they can’t 
eat this, or they can’t eat that. The information and 
guidance they would welcome is about adapting their 

favourite recipes by using alternative ingredients or 
using smaller amounts of them without compromising 
their great flavour (and their place in our community). 
Our love affair with food is just too important to be 
ended by a diagnosis of CKD! 

22 November –  
the Kidney Kitchen  
webinar: Ask the dietitians 
 

Are you struggling to follow advice on how to 
eat a more kidney-friendly diet? Angeline and 
Laura, our two Kidney Kitchen Renal Nutrition 
Group (RNG) dietitians, will be happy to answer 
20 questions submitted by the readers of Kidney 
Matters at their ‘Ask the dietitians’ webinar in 
November. The webinar will run from 6 – 7.30pm. 

If you have a question about what food or drinks 
are better suited to support good kidney health 
in someone with chronic kidney disease, please 
share it with us  by 1 October.  

To submit your question and to register your 
interest in attending what will certainly be a fun 
and informative webinar, please email:   
comms@kidneycareuk.org Please use ‘Ask the 
dietitians webinar’ in the title line of your email.  

We look forward to seeing you in November! 
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The joy of being dad again after my 
simultaneous pancreas and  
kidney transplant

Electing to be considered for a simultaneous 
pancreas and kidney (SPK) transplant to treat 
diabetes and chronic kidney disease (CKD) is 
not straightforward. There are increased risks 
associated with this complex operation and this 
option rules out living donation. Sanjay’s journey  
has had more than its fair share of highs and lows.  
But the benefits have been huge. Having the energy 
again to play with his young children has made the 
journey worth it.  

On the morning of my sister-in-law’s wedding, I wasn’t 
feeling great. I put it down to being the designated 
wedding coordinator. Indian weddings take all day and 
I’d been up since 3am. By midday I noticed my legs felt 
heavy and puffy.  

When the wedding finished, my ankles were nowhere 
to be seen _ just a straight line from my knee to my 
foot. I went to see the GP and after several bloods 
tests I was told that my kidney function was low and 
was referred to a nephrologist. 

A plummeting eGFR 
My kidney function was around 50% and my 
nephrologist said that although there was no 
immediate concern, it was low for someone my age. 
He explained that I would need a kidney transplant in 
five to ten years’, but it was not certain.  

I was monitored closely at monthly appointments, and 
my kidney function continued to deteriorate. When it 
dropped below 30, I was told that my kidneys were not 
stabilising. So, we started to discuss a transplant. 

Coping with the shock 
I was shocked, although I understood that eventually I 
would need a transplant. But, just a few months from 
being diagnosed, I was facing a life-changing operation 
much sooner than I ever imagined. 

I was referred to the Addenbrooke’s Transplant Unit for 
assessment and was given information about dialysis.  

My first appointment with the transplant team was an 
out-of-body experience. It was surreal. I’m glad my 
wife was with me. The appointment took two hours as I 
went through a myriad of questions about my lifestyle, 
my options, getting on the transplant list and the 
continued care I would be given. 

The option of a simultaneous pancreas and 
kidney transplant 
As I was a young, generally fit man with diabetes, I had 
the option of either having a simultaneous pancreas 
and kidney transplant (SPK) that would have to be 
from a deceased donor, or just a kidney transplant.  

At my second appointment I was less of a rabbit in 
the headlights. But the consent form frightened me. 
Knowing that there was a chance I might not make it 
was difficult and ticking that box was hard. 

Preparing for dialysis 
My kidney function continued to plummet, and I had 
to consider my dialysis options. I chose peritoneal 
dialysis (PD). This was better for us as a family as it 
allowed me to work; I could dialyse from home and 
spend time with my children. I had a PD catheter 
inserted into my abdomen a week before Christmas 
2018. My children were fascinated by the dialysis 
machine on my bedside table and the dozens of boxes 
of dialysis fluids stored in the garage.  

www.kidneycareuk.org

By Sanjay Mistry 

““My wife was the tower of  My wife was the tower of  
strength I leaned on.strength I leaned on.““
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The first call 
The week after my daughter’s seventh birthday. I got 
my first call. My wife helped me pack and we had an 
emotional goodbye. I was always open about my health 
with my children, although they were young it was good 
for them to understand that daddy wasn’t well and 
would need an operation.  

Waiting in the hospital was torturous. There was little 
or no information about what was happening or even 
if the transplant could go ahead. I was nervous and 
called my children just in case they didn’t see me again. 
But later that day I was told that the organs were not 
viable and was sent home. 

That was it. No other explanation. The emotional 
rollercoaster of the previous 24 hours was something I 
had never experienced in my life.  

Dancing with my daughter  
On 3 July 2020, while dancing in the garden with my 
daughter, I got my second call. I’d been in the same 
position before and unfortunately this time again 
organs were not viable.  

So, naturally, when I got the third call, assuming 
another false alarm I left for the hospital expecting to 
come home and see my family the next morning.  

When I was told that the operation was going ahead, I 
couldn’t think, talk, or even comprehend exactly what 
was going to happen. Covid-19 made it difficult as I was 
on my own. I was numb and frightened and couldn’t 
stop thinking about the consent form.  

A successful SKP transplant  
I was soon in the operating theatre with doctors and 
nurses dressed in dehumanising hazmat suits. I was 
petrified, more scared that I had ever been in my entire 
life. They placed the anaesthetic cup over my face and 
that’s all I remember. 

Ten hours later, the SPK transplant was successful, 
and the organs worked perfectly. I spent six weeks in 
hospital, the majority of which on a high dependency 
unit in my own room. The loneliness was crippling, 
because of Covid-19 I couldn’t have visitors. 

I could not have got through this without the selfless, 
and utterly brilliant NHS staff. The dedication and 
support they showed me, helping me get fit again, 
supporting my mental health, and even just chatting 
with me will never be forgotten.  

My recovery at home was slow. I had a problem with my 
bowel and developed chronic sickness. I spent another 
two weeks in hospital, but my wife, mother-in-law and 
children gave me a lot of support. My wife was the 
tower of strength I leaned on.  

Now I am feeling great. My energy levels are amazing. I 
love being able to play with my children again and I have 
a renewed zest for life. I’m a lot more active than I used 
to be and I walk 5 to 7 km each day. Throughout April I 
ran 5 km every day. 

LEARN MORE
www.kidneycareuk.org/learn-more 

““My children were fascinated My children were fascinated 
by the dialysis machine on my by the dialysis machine on my 
bedside table and the dozens of bedside table and the dozens of 
boxes of dialysis fluids stored in boxes of dialysis fluids stored in 
the garage. The months went by the garage. The months went by 
but still no call.but still no call.““
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As a family, we will never take our 
health for granted again         
By Julie Marklew 

When you enjoy being part of a bustling 
and loving family, the shock of a 
diagnosis of chronic kidney disease 
(CKD) in one of your sons knocks you 
sideways, and changes your perspective 
on life forever.
We led a charmed life here in Cumbria. My husband Bill 
and I, our four wonderful sons and our four dogs were 
living the best life ever. Then out of nowhere, we were 
being told by a doctor that our eldest son Wil, who is 
a professional golfer, would need a kidney transplant. 
We were dumbstruck. This was not possible. 

 In April 2021, as golf clubs started to reopen after 
the height of the pandemic, Wil and his brother 
Kyle – also a professional golfer – began to resume 
their careers in competitive golf. One day on the golf 
course, Bill bumped into an old golf partner, who 
recounted the story of how a gradual blurring of his 
vision had prompted him to have a sight test. On doing 
some cursory checks, the optician suspected a brain 
tumour might be the cause of the deteriorating eye 
sight, and this was shortly confirmed in an assessment 
at the local hospital. The tumour had been removed in 
emergency surgery.  

A trip to the optician 
Recognising that Wil was also starting to suffer with 
deteriorating eyesight, Bill (with a little help from 
Kayleigh, Wil’s girlfriend) persuaded Wil to have his 
eyes tested.  

The optician noticed a few burst blood vessels at the 
back of Wil’s eyes and, as a precautionary measure, 
referred him to the local hospital for further tests. 
Wil was assured this was nothing to worry about. The 
appointment was for the following day. Wil was taken 
to the A&E department where his blood pressure was 
checked. They asked Wil if he felt okay – which he did. 
His blood pressure was a whopping 245/146 mmHg. 
Whilst in A&E, Wil had further blood tests and a scan, 
and was booked to have an MRI (magnetic resonance 
imaging scan). I was at work and was beside myself 
with worry. Wil did his best to pacify me. 

Bill and I, with the other boys, walked the dogs on the 
beach and did our best to reassure everyone that Wil 
was going to be okay. When we got home, we received 
a call from A&E. The doctor started to ask some very 

odd (in our eyes) questions about whether Wil had 
been feeling unwell. I explained that Wil had played 
in two golf tournaments that week and had two more 
to play before the weekend. I had no real awareness 
of what was going on, but I knew, as only a mother 
does, that something serious was wrong with our son 
I wanted Wil home with us, I wanted everything to be 
normal again and for us all to be together and safe. 

Wil did not have his phone charger with him and his 
battery was low, but I discovered in a rushed call that 
he was being kept in and would be seeing the kidney 
team the next day for more blood tests.  

A kidney function of just 5% 
The next day I went into shock when Wil’s girlfriend 
called to say he had deteriorated and that a helicopter 
was coming to take him to Preston. I was trembling 
when I called the hospital for an update on our son. I 
was told that Wil was very poorly indeed and, without 
immediate treatment, had only a few days to live. His 
kidney function was less than 5%. 

Our perfect world was falling apart. 
Covid-19 restrictions meant our only contact with 
Wil was via the phone. We were all in a daze but I did 
realise that he was going to need a kidney transplant. 
Bill and I immediately registered to be living donors.  

Wil was eventually diagnosed with IgA nephropathy, an 
autoimmune condition, which means that his immune 
system was in overdrive and attacking his own kidneys. 
He had various treatments to try to stabilise his 
kidney function while he was in hospital. One of these 

Me  after surgery
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treatments involved small doses of chemotherapy, 
in the hope that this would stifle the attack on his 
kidneys. Wil’s blood pressure was still too high to 
allow a safe biopsy of his kidneys. 

He was then allowed home, as being in hospital 
increased his risk of catching Covid but both my 
husband and Wil did get Covid, and were very ill as a 
result. Wil was struggling to stay alive. Every day the 
chemotherapy induced bouts of vomiting and he was 
still not on the transplant waiting list. We could not 
proceed with tests to become living donors until Wil 
was listed. Covid made everything more difficult. 

Becoming a living donor 
Eventually Wil was listed for his transplant, and Bill 
and I immediately started to have tests to see which 
one of us could donate a kidney to our son. We soon 
found out that we were both good matches with no 
antibodies, meaning either of us could potentially 
donate a kidney. We were both ecstatic.  

Unfortunately, Bill started to feel unwell and an 
emergency admission to hospital, followed by a 
heart attack while being assessed in hospital, meant 
that Bill and Wil were in different hospitals, both 
fighting for their lives. I spent the best part of a week 
travelling between the two hospitals to see them. The 
strain was unbearable. 

By Christmas we were all able to be home and 
together. We could not believe what had happened 
to our family in that last 12 months, but we all had a 
wonderful time and just appreciated being together. 

Bill’s heart attack meant he could no longer donate 
a kidney to Wil. It would be me and by April 2022 we 
had a date in June for our living-donor transplant to 
take place. This gave Wil six weeks to get fit enough. 
By the beginning of June, Wil’s haemoglobin was at an 
acceptable level and his blood pressure had stabilised. 

Our transplant day arrives 
I am writing this article two weeks after our living-
donor transplant. One of my kidneys is functioning well 
inside our son, and he is now free from the gruelling 
regime of dialysis, a strict fluid intake restriction and a 
low-potassium diet. He was texting family and friends 
within four hours of his surgery. It is all incredible. 

 It has taken me some time to feel strong again, but I 
know that will come. Thirteen months of hell and we 
can start to get back to normal. As a family, we will 
never take our health for granted again. When Wil is 
fit and well, he and his brother Kyle plan to arrange 
a golf day at their golf course to raise funds to help 
support Kidney Care UK. We hope you will support us!

Wil Marklew

“I had no real awareness  I had no real awareness  
of what was going on, but  of what was going on, but  
I knew, as only a mother I knew, as only a mother 
does, that something serious does, that something serious 
was wrong with our sonwas wrong with our son“    
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As a newly-wed couple, we are often asked, “How did 
you two meet?” 

This often leaves us a little tongue-tied, as it involves 
dredging up our medical histories and the time we 
spent in hospital. Esra and I have been affected by 
kidney failure and both of us were fortunate to receive 
kidney transplants. 

Esra’s kidney disease journey 
In January 2016, following a sudden illness, Esra was 
diagnosed with CKD. She was 25 and, prior to this 
illness, had always led a very healthy lifestyle and 
had no pre-existing medical conditions. The cause 
of her kidney failure is unknown.  She had to start 
haemodialysis (HD) immediately.  

This method of dialysis impacted upon her physical 
health, and social and work life. So Esra decided to 
transition to peritoneal dialysis, which meant that she 
could dialyse at home. This helped ease some of the 
challenges.  

In February 2017, a kidney transplant gave Esra a new 
lease of life. Since then, she has been able to enjoy a 
life without dialysis.  

Ruban’s kidney disease journey 
Ruban was born with kidney failure and received his 
first transplant, donated by his father, in March 2001. 
He was ten years old.  

The next 15 years allowed Ruban to do all the things 
he wanted to do. He was able to travel again and lived 
in China for a while. He also went on to complete his 
formal acting qualifications and was a DJ at the Notting 
Hill Carnival.  

Unfortunately, his transplant failed and he was forced 
to start HD. After three years, his older brother 
stepped forward to become a living donor and Ruban 
had his second transplant in 2019. This allowed him 
once again to continue pursuing his career in the arts. 

How our paths met 
Life had an unexpected way of bringing Esra and me 
together. Through Kidney Care UK, our paths would 
align in an incredible way.  

Every year, Kidney Care UK funds a residential Young 
Adult Kidney Group (YAKG) weekend for 18 to 30-year-
olds who have CKD. In 2017, we were both healthy 

enough to go the YAKG weekend in the Peak District, 
which is where we first met and started to get to know 
each other.  

Almost five years on, Esra and I have travelled the 
world together. On 22 April 2022, we got married. We 
decided to use our special day to raise awareness for a 
cause that is very dear to us – the work of Kidney Care 
UK. Through the kindness of friends and family we 
have been able to raise £2,454, which we hope will go a 
long way to help everyone who is living with CKD.  

Unfortunately, since our trip in 2017, we have lost 
friends due to complications associated with CKD. 
Sadly, Kidney Care UK’s work to support CKD patients 
and their families is needed now more than ever. 

We are both very grateful to Kidney Care UK for bringing 
us together. Without their dedication to young adults, 
we probably would never have met. We now look 
forward to making more memories and supporting 
each other through the ups and downs in our kidney 
journeys. As they say, every cloud has a silver lining. 

The Young Adult Residential Weekend is FREE for 
young adult kidney patients between 18 and 30 
years old, and includes a wide range of activities 
for all types of abilities and interests, including: 
walks, arts and crafts, orienteering, rock climbing, 
team challenges, music and lots of socialising! 

If you would like to know more about the 2022 
Young Adult Group weekend visit:  
www.kidneycareuk.org/YAKG-2022

A CKD love story    
Many of us spend years learning how to carve our path through the many challenges 
brought about by chronic kidney disease (CKD). Esra and Ruban were lucky enough to 
meet and fall in love with someone who can truly say, “I understand everything you are 
going through.” 

www.kidneycareuk.org

   FEATURE INTERV
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By Esra and Ruban  

Photography by Megan Donati at www.megandonatiphotography.com
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““We now look We now look 
forward to making forward to making 
more memories and more memories and 
supporting each other supporting each other 
through the ups and through the ups and 
downs in our kidney downs in our kidney 
journeys.journeys.““  

““Life had an unexpected Life had an unexpected 
way of bringing us together. way of bringing us together. 
Through the generosity and Through the generosity and 
goodwill of Kidney Care UK, goodwill of Kidney Care UK, 
our paths would align in an our paths would align in an 

incredible way.incredible way.““  



Organ Donation Week is nearly 
here, and we need you!  

This year’s week-long celebration of organ 
donation is taking place from Monday 19 - Sunday 
25 September 2022. It is a great opportunity for 
us to raise awareness about kidney disease, the 
impact it has on everyday life and the vital work 
of Kidney Care UK to support all those affected. 

In the UK alone there are over 3 million people 
with CKD. Eight out of 10 people on the transplant 
waiting  list are waiting for a kidney, and yet, there 
is still a lack of public awareness about the 
severity of kidney disease.  

We need your help to raise awareness. Whether 
you are a patient, a carer, someone who has 
donated their kidney or a healthcare 
professional, help us reinforce the importance of 
organ donation by sharing your story. 

Below, are three simple ways you can support us 
in this year’s Organ Donation Week. 

1. Get social and share your story 
A great way to spread awareness is through setting up a Facebook Fundraiser for Kidney Care UK and share 
your story with friends and family.  

To set up your page, visit www.facebook.com/kidneycareuk.org   

 

2. Host a collection  
Whether at home, work or your local community group, you can host a collection to raise funds for Kidney 
Care UK.  

Request your FREE collection box and pack by contacting fundraising@kidneycareuk.org 

 

3. Join Tea with Me    
Support our kidney community and come together by hosting Tea with Me.  

To find out more and to request your FREE pack visit www.kidneycareuk.org/tea-with-me  

Whatever you decide to do, we’ll be here to support you every step of the way. Your support makes a huge 
impact. Thanks to you, we will continue to be there for anyone that is struggling with chronic kidney disease 
(CKD) physically, mentally or financially. 

Get involved!Get involved!

www.kidneycareuk.org
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Key dates for 
getting involved 

• Take on My #KidneyWarrior 
Challenge throughout the year. 
Your route, your challenge,  
your way!  

• Bucket and sponge at the ready! 
Join the Big Street Car Wash  
this summer 

• Take to the skies and Skydive this 
September and celebrate Organ 
Donation week between 19 –25 
September 

• Join our #KidneyWarriors in the 
London to Brighton Cycle on 11 
September 

• Tea with me - request your FREE 
pack today 

• Run in some of London’s beautiful 
parks in this year’s Royal Parks 
Half Marathon on 9 October 

• Get your tickets for the Kidney 
Care UK Gala Dinner, Crowne 
Plaza Belfast, 20 October 

 
There are many more opportunities 
to get involved on our website, so 
don’t hesitate to get in touch. 

A big thank you toA big thank you to

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

   

Steve whose recent art exhibition, 
Fistula, raised over £500 for Kidney Care 

UK. Signed, limited edition art prints 
available to buy online with 50% of the 
proceeds supporting Kidney Care UK: 
https://shop.slart.me/  

Our incredible team of 
#KidneyWarriors who ran in the 

Edinburgh Marathon Festival 
and raised over £7,000

Mike who ran the Beverly 10K after 
donating his kidney to his son in 2021 

and raised over £800 

Countryside Services for 
choosing Kidney Care UK as their 

Charity of the Year 

Everyone at Penrice Academy for 
completing their 24-hour challenge 

of non-stop dancing, cycling, and 
rowing to raise over £3,000 for Kidney 

Care UK, Young Lives vs Cancer and 
Brain Tumour Charity is incredible.  

Congratulations to Esra and Ruban 
who tied the knot earlier this year 

and choose to celebrate by raising 
funds for Kidney Care UK 

Rebecca, David, and Alison who 
completed a midnight hike up Snowdon 

after Rebecca’s successful transplant 

Michael and all those who took 
part in our inaugural Derry Dander and 
raised over £1,000  
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We promise to provide the very best practical, 
financial, and emotional support to kidney 
patients and their families, whilst also campaigning 
to improve care services for everyone affected by 
kidney disease. With your help, we can make sure 
that these vital support services are available for 
years to come.

Your promise will ensure no one 
faces kidney disease alone.

© Kidney Care UK 2022. Kidney Care UK is the operating name of the British Kidney Patient Association. A charitable company limited by guarantee. 
Registered in England and Wales (1228114). A charity registered in England and Wales (270288), and Scotland (SCO48198).  

Find out more at  
www.kidneycareuk.org/promise or  
call us on 01420 541424 for an initial chat

A gift in your 
will is a promise 
to care
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Gifts in Wills - help us ensure no 
one faces kidney disease alone  

The vital work Kidney Care UK 
does is only made possible by 
generous supporters who leave 
us a gift in their will. We hope 
that after you’ve provided 
for your loved ones, you will 
consider leaving a gift in your 
will to help support Kidney 
Care UK. Any gift or share of an 
estate helps us change lives.  

Lesley Baker’s story 
For me, the decision to include Kidney Care UK in my 
will is an emotional and a rational one. I was rewriting  
my will and decided I wanted to share what I have, 
not just with my family but also with others who need 
support. My ex-partner has kidney disease and has 
received help from Kidney Care UK in the past. I got in 
touch to find out more and spoke to a very nice man, 
who explained where the money goes and more about 
the impact my gift could have on patients’ lives.  

Writing a will is actually a very simple process. You 
decide on your wishes, make yourself clear, get it all 
written down and you can pretty much forget about it. 

If you change your mind, you can simply change your 
will. I like knowing that I can have a long-term impact on 
the causes I care about. 

You can write your will today online for free, from the 
comfort of your home. If you don’t feel confident writing 
a will online, you can make your will over the telephone 
with one of Farewill’s specialists. Every will is checked by 
an expert to make sure your wishes are clear.  

Visit www.farewill.com/kidneycare-free and 
enter the voucher code kidneycare-free at the 
checkout to make your will free of charge.  

If you would like to speak to someone from 
Kidney Care UK about your will, please phone 
Marcia Nguyen, our Individual Giving Manager, on 
01420 594958.  

http://www.kidneycareuk.org/promise
http://kidneycareuk.org
http://www.farewill.com/kidneycare-free
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Covid-19 
Positive news from Scotland 
We have all become familiar with Omicron, the latest variant of SARS-CoV-2 (the 
virus that causes Covid-19). A third/booster vaccine dose helps protect against 
severe disease in people without chronic kidney disease (CKD), and now the Scottish 
Renal Registry has shown that three doses also help reduce risk for kidney patients. 

The Scottish Renal Registry (www.srr.scot.nhs.uk) 
collects data on the over 5300 patients cared for by 
the nine adult kidney units and 30 satellite units in 
Scotland. Vaccine coverage has been high in Scotland, 
with 9 in 10 (90%) dialysis and transplant patients 
receiving the recommended three doses, but this does 
mean that 1 in 10 Scottish kidney patients have not 
received at least three doses. 

Dr Samira Bell says: “I suspect that lack of awareness 
and some confusion about dosing are the most 
likely explanations, and so Public Health Scotland 
has launched a campaign to encourage take-up and 
clarify eligibility. We are keen that kidney patients are 
protected as much as possible and I urge everyone 
to take up all doses they are eligible for.” Samira is 
a Consultant Nephrologist at Ninewells Hospital, 
Dundee, and Chair of the Scottish Renal Registry.  

Between 17 December 2021 and 31 March 
2022, the Scottish Renal Registry recorded 
841 positive cases of Omicron (405 kidney 
transplant recipients and 308 people on 
dialysis), 713 of whom were diagnosed at 
least 14 days after their third vaccination. 
Of these triple-vaccinated patients, nearly 
1 in 5 (19%) were hospitalised. (It is unclear 
whether Covid-19 was the reason for 
hospitalisation, or whether it had been 
diagnosed during admission for another 
reason.) 

The great majority _ 97 in 100 _ of triple-
vaccinated, hospitalised patients survived 
Omicron infection. People who did not 
survive were older (average age 71 years), 
and they were more likely to be on dialysis. 
For reasons that remain unclear, men were less 
likely than women to survive. 

“The main messages from Scotland are positive 
for kidney patients. You are less likely to be 
admitted to hospital due to Covid-19 and survival 
has greatly improved. This is probably due to a 
combination of vaccinations, antiviral and monoclonal 
antibody treatments, and the fact Omicron is less likely 
than earlier variants like Delta to cause severe disease,” 
says Samira.  

“However, you are still at greater risk compared with 
the general population without CKD. Please continue 
to take care and remember it is never too late to get 
your vaccinations. If you do test positive for Covid-19, 
follow the advice at www.kidneycareuk.org and tell 
your kidney unit in case your treatment needs to be 
adjusted,” she concludes.

http://www.srr.scot.nhs.uk
http://www.kidneycareuk.org


Alys Lloyd 
My dad was diagnosed with IgA nephropathy in 2021 
when his kidneys started to deteriorate rapidly.  When 
we got the news, I started to look online for advice 
immediately, so I could understand what to do. As 
a family, we started to have conversations about 
dialysis, a transplant and the support we will need. 

I came across Kidney Care UK and learnt how the 
charity supports patients and families suffering from 
kidney disease. I knew that Kidney Care UK was going 
to be very important to our family in the future and so 
I jumped at the chance to run the London Marathon 
2022 to raise money for the work that they do. 

As well as signing up to run the marathon, I put myself 
forward to be a living donor, alongside my brother and 
cousin. On 1 June 2022, I had a phone call to say that I 
was a match for my dad.  

The hardest part of training for the marathon is 
keeping up the distance. Juggling work, being a 
single parent and training is difficult. However, I 
plan, plodding on the best I can. I’m lucky that I have 
the help of my family and friends supporting and 
encouraging me along this journey.  

For me, running 26.2 miles is going to be incredible, 
amazing and very emotional. But it will be well worth 
it not just for me but for my dad, for everyone with 
chronic kidney disease and Kidney Care UK.  

Dawn McEvoy 
In October 2021, like many others, I watched the 
London Marathon on television with admiration. 
Inspired by the runners, I signed up as soon as the 
ballot opened.  

Kidney Care UK supported my cousin Kelly-Anne 
throughout the many years she battled with kidney 
failure. An avid runner herself, we made a promise to 
each other that we would run a marathon together. 
Once she got the all-clear from the doctors, we 
started training with the hope we would get into the 
2022 London Marathon, running together for Kidney 
Care UK.  

Then, just hours after applying for a place in this 
year’s Marathon, I got the news that Kelly-Anne had 
lost her battle. So, this year, I have a promise to keep. I 
am extremely honoured to receive my place through 
Kidney Care UK. 

Thankfully, being a qualified running coach means I 
know all the right steps to take, even if I don’t follow 
my own advice all the time! It’s not easy training for 
a marathon, but it’s nothing in comparison to what 
kidney patients face each day. Every time I feel like 
giving up, I look at the Kidney Care UK sweatband I 
wear on every training run and I remember the strong, 
beautiful soul that Kelly-Anne was. 

Ready to take to the streets  
of London     
Kidney Care UK is taking our biggest team yet to the most iconic marathon in the UK. 
We are proud to introduce some of the runners who have chosen to support Kidney 
Care UK by taking part in the London Marathon 2022. 
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Robert Snazell  
I’m so excited to be running this year’s London 
Marathon for Kidney Care UK. It is an organisation 
close to my family’s heart.  

My brother Matthew was born in 2000 and was 
diagnosed with kidney failure at birth. Over the past 22 
years, he has received three kidney transplants, all of 
them at Guy’s Hospital in London.  

Although he was lucky to receive his first transplant 
within a year of being born, it was quickly removed 
due to it failing. In 2003, Matt received his second 
transplant and will be celebrating his 20-year 
‘kidneyversary’ next year. In 2019, Matt had his third 
kidney transplant to prevent his other kidney from 
deteriorating when he is older. This should help him 
avoid having to go on dialysis.  

I’m incredibly proud to be supporting Kidney Care 
UK in this iconic event. Not only do they raise much-
needed awareness around kidney disease, but they 
also help people who are directly affected by this 
horrible disease. I also feel proud to support a cause 
that has provided financial support to many hospital 
teams to enable them to attend the British Transplant 
Games. The Games not only promote awareness 
of organ donation, they also highlight the fact that 
transplant recipients can compete in sporting events.  

Training for the Marathon is hard but enjoyable at 
the same time. I’m looking forward to running my 
first marathon in London with our amazing team of 
#KidneyWarriors.  

Peter Fahy 
I was born with a condition which resulted in chronic 
kidney failure at the age of 9. Although I was lucky 
enough to receive a kidney transplant when I was 14, 
the transplant unfortunately failed in 2017.  

On 2 October 2019, my fiancée, an NHS nurse, 
donated one of her kidneys to me. Not only will I be 
celebrating my ‘kidneyversary’ on the day of the 
London Marathon, but I will also be dedicating this 
run to my wonderful fiancée who gave me the most 
incredible gift.  

Like many transplant recipients, I was on 
immunosuppressant medication throughout the 
pandemic. It was while I was shielding that I started to 
run and fell in love with it. It was running that saved me 
and my mental health through strict isolation.  

I love the thought of giving back to the charity that 
provides much-needed support to people going 
through the same struggles I went through. 

 

If you would like to support our team of 
#KidneyWarriors in this year’s TCS London 
Marathon, or to read why our team have 
chosen to run the UK’s most famous marathon, 
visit www.justgiving.com/campaign/
kcuklondonmarathon2022 
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Even Superwoman has to  
deal with loss  
Aisha is a superwoman _ and her special power has been the strength to turn family 
tragedy into a fulfilling and rewarding campaign to raise awareness of the need for people 
to become organ donors. 

Sometimes, finding our purpose or passion in life doesn’t 
happen in our 20s but in our 40s, as was the case with me.  

My life has changed since losing my mother to chronic 
kidney disease (CKD). I believe that in life we should all be 
tireless in trying to figure out what our path is meant to be. 
In my case, I have discovered that mine is to continue to 
raise awareness of what it means to need a transplant, and 
to support organ donation. My mother had been waiting for 
a kidney transplant for ten years. Even though she lost her 
own battle to live, I am still driven to get the message out 
there that organ donation save lives. 

The pandemic and the airport farewell 
Can you remember what you were doing when the world 
was forever changed by the Covid-19 pandemic? I can 
vividly recall that on 14 March 2020, I took a flight from 
London back to Berlin, Germany (where I live and work). My 
siblings and I had been visiting my father to celebrate his 
75th birthday. I remember saying goodbye and suddenly 
experiencing overwhelming emotion and fear. As I cried 
and said goodbye, I asked my family if this might be our last 
gathering, because no one knew what the pandemic meant 
and how it would impact our lives. I sobbed as I hugged each 
member of my family and asked if we would ever see each 
other again. 

Memories of Mum 
It all felt a bit over the top. But I realised there was a reason 
for my unusually long cry _ the pandemic had released 
emotions that I had experienced before. They were the 
same feelings I had had in 2001 when my mum in intensive 
care in hospital. It reignited the memory of when the doctors 
told us there was nothing more they could do to save her, to 
keep her alive, to let her come home with us. Our farewell 
and the uncertainty of the moment at the airport had 
triggered those same gut-wrenching emotions all over again, 
and it hit me hard.  

Life is really short. You don’t know when your time is up. 
I suddenly felt as though my life might be ending and I 
hadn’t even managed to figure out what I was here for. I had 
decided many years before that even if Mum wasn’t with 
us any longer, I had to show her that I was living my best life, 
especially as she couldn’t any more. I thought about my 
bond with my mum, who wanted everything for her children. 
She only lived to be 50, but my goodness she (and my dad) 
gave us a fantastic childhood.  

It made me realise that my experiences as a teenager and 
the resilience I had developed all came from the years we 
spent as a family, watching Mum wait for a kidney transplant. 
For ten years, my mother was treated fantastically by the 
NHS, and we are forever grateful for the care she received 
from the nurses and doctors in the UK. Alas, Mum never got 
her kidney. We were devastated when she died.  

My purpose in memory of my Mum 
I started writing a book after Mum died, about life with her, as 
a way to show how difficult life was while she was waiting for 
a kidney. I also wanted to reflect on how different life could 
have been for our family if she had received a kidney. Maybe 
she would still be in my life today.  

I encourage everyone I meet to have a conversation about 
organ donation with their family. 

By Aisha Chowdry 

Left to right - front: Abbid and Annsa (mum)  
back: Aneesa, Ali, Ajaz (dad), Aisha 
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Photography by Jack Hare www.jackharephotography.com
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LEARN MORE
www.kidneycareuk.org/learn-more 

““I thought about my bond I thought about my bond 
with my Mum who wanted with my Mum who wanted 
everything for her children. She everything for her children. She 
only lived to be 50, but my only lived to be 50, but my 
goodness she (and my dad) gave goodness she (and my dad) gave 
us a fantastic childhoodus a fantastic childhood““
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…to choose the
holiday you want

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

Freedom - The Dialysis Holiday Specialist Ltd.

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

Whether you’re looking for a relaxing beach holiday in the Mediterranean or the Caribbean, exploring 
Australia, a City break or skiing in the Alps - with over 400 destinations worldwide the world is your oyster.

Make an early date with your 2023 
Kidney Kitchen calendar   
Can’t remember important dates? Not 
sure what to make for your supper? You 
are not alone and we are here to help! 
Our 2023 Kidney Kitchen calendar is now 
available to order via our online shop. As 
usual, our bright and colourful calendar 
is packed with scrumptious kidney-
friendly meals, snacks and cakes along 
with reminders of key dates throughout 
the year. Amongst favourites such as the 
Kidney Kitchen’s banana bread we have 
also included a good selection of our world 
flavour dishes – so there is something in 
this calendar for everyone! 

We are happy to offer a discounted rate 
for larger orders. If you are a dialysis unit 
manager, a dietitian or a kidney patient 
association (KPA) you may wish to purchase 
a larger order of these colourful calendars 
to give to your patients and in the case of 
KPAs, your members. We are happy to print a short 
personalised message on the calendars you order.  

For more details and to place your order go to: 
www.kidneycareuk.org/shop 

www.kidneycareuk.org
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Supporting our 
community in crisis

Sign up for your free Kidney Matters

For the three million people living with chronic 
kidney disease in the UK, the cost of living increases 
are especially difficult. This crisis is hitting the most 
vulnerable hardest, some of whom are having to make 
impossible choices between putting food on the table, 
heating their home, or running their dialysis machine. This 
is not acceptable. 

Kidney Care UK are here to help. Thanks to kind donations to 
our Priced out of Existence campaign, named by home dialysis 
patient Phoenix Halliwell, we have secured significant support from 
hundreds of donors. Your support now will allow us to sustain and advance 
our support to people who need us more than ever.

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.

Order your FREE copy of Kidney Matters 
delivered to you four times a year

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

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

Phone us on 01420 541424.

There is still time to help those who are 
struggling. Please consider making a donation to 
help Kidney Care UK meet the rising demand for 
financial, emotional and practical support.

Scan to 
donate 
or go 
online

www.kidneycareuk.org/priced-outYour donation will ensure those affected by kidney 
disease do not feel priced out of existence. 

Phoenix

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

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

http://www.kidneycareuk.org/sign-up
http://www.kidneycareuk.org/priced-out
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www.kidneycareuk.org/september-skydive 

Sign up now

Take to the skies  

this September!

To celebrate Organ Donation Week this September, we are offering you 
the opportunity to experience the adrenaline rush of a 10,000ft skydive.  
Sign up now for £30 and support Kidney Care UK.

For more information visit:

kidneycareuk.org @kidneycareuk @kidneycareuk

01420 541424  |  fundraising@kidneycareuk.org  |  www.kidneycareuk.org

http://www.kidneycareuk.org/september-skydive
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