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Welcome to 
Kidney Matters

Hello all, 

Well, summer is well and truly with us, and, although 
individuals are still having to make assessments 
about their own personal risk, we are definitely 
seeing a greater confidence and determination 
to move away from nearly two years of isolation 
and anxiety. We have certainly seen an increase 
in enquiries and applications about holidays and 
respite break support from patients and families 
who haven’t been able to get away since March 
2020. We will do all we can to help and support. 

The one thing that has always impressed me about 
our community is the wonderful, resilient individuals 
I meet every day; individuals who are determined 
to take control of their lives and not be defined 
by their kidney disease. With the latest challenge 
coming from the cost of living crisis, this strength 
will be needed more than ever. That is why at Kidney 
Care UK, together with our fantastic supporters, we 
will redouble our efforts to provide the practical, 
financial and emotional support needed. The launch 
of our ‘Priced out of Existence’ campaign (named 
by Phoenix on Page 4 of this edition), is designed to 
ensure that our focus remains firmly on supporting 
our community so you don’t have to make a choice 
between eating and heating.

If you can help in any way, please get in touch. 

My very best wishes 

Paul Bristow, 
Chief Executive, Kidney Care UK

Welcome to the summer issue of Kidney Matters. 

The long, warm days are finally here, and whilst we 
hope to enjoy the sunshine and freedom, the rise 
in the cost of living has left many kidney patients 
feeling anxious, worried, and often in despair – 
especially those who were already struggling. 

The rise in the cost of fuel, utilities and food is the 
biggest financial pressure all of us have faced. 
Although everyone has felt the pinch, the impact 
on kidney patients is unprecedented, which often 
sees people having to choose between heating, 
eating and in the most heart-breaking cases, 
keeping a dialysis machine running.  

We have listened to your worries. In this issue, we 
have included information on how Kidney Care UK 
can support you, both financially and emotionally, 
to help you get through this crisis. We are here for 
you at every step.    

We always endeavour to bring you personal stories 
which we hope you will find motivational and 
inspiring. In this issue, we share Phoenix’s story. We 
hope you will find it reassuring to know that you are 
not alone in this difficult time. 

For something heart-warming, we hope you enjoy 
the heroic story of the star on our front cover, Orla, 
a five-year-old who was recently diagnosed with 
nephrotic syndrome, plus many more.  

We hope you enjoy this issue.  

Happy summer! 

Sumaya  Masood
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haemodialysis at home nine years ago, haemodialysis at home nine years ago, 

we were told that it was good for my we were told that it was good for my 

renal unit because it’s far cheaper than renal unit because it’s far cheaper than 

in-centre dialysis. It now feels like we’re in-centre dialysis. It now feels like we’re 

having to pay to keep me alivehaving to pay to keep me alive““

   FEATURE ARTIC
LE

as told to Olivia Holcombe

Photography by Keith Pennington
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Phoenix Halliwell, 46, has been on nocturnal home-
haemodialysis for nine years. He lives in Coventry with 
his wife Sam, a midwife, and their daughter Rosie, 11. 
Phoenix tells us what life is like as someone living with 
chronic kidney disease (CKD) trying to keep his home 
warm enough to do the dialysis that keeps him alive - 
and how Kidney Care UK is helping people like him. 

Phoenix’s story 
Money is tight for our family, as it is for many, right now. 
But my stark reality is that it’s costing me more and 
more just to stay alive.  

I was diagnosed with glomerulonephritis as a teenager. 
This means my kidneys can’t remove toxic waste and 
fluid from my body. Dialysing at home in my living room, 
five nights a week, does that job and keeps me alive.  

Our energy bills are set to rise astronomically. Our 
monthly payment is currently £80. But, on asking what 
rise we should expect, we’ve been quoted a whopping 
£300 per month. We’ve turned our heating off, so we 
can reduce costs and keep my dialysis machine on. 
This is what we have had to do, but there was a serious 

consequence to this decision - my dialysis machine 
stopped working. The dialysate flowing through the 
machine needs to remain at a certain temperature 
and the machine had become too cold to work, and 
started bleeping. 

It’s costing me more and  
more just to stay alive      
For the three million people living with chronic kidney disease, the cost of living increases 
in 2022 will be especially difficult. This crisis is hitting the most vulnerable, some of whom 
are worried about how to afford to keep vital pieces of medical equipment, such as their 
dialysis machines, running at home given steep rises in fuel bills. 

http://kidneycareuk.org
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When you dialyse, it’s common to feel cold as your 
blood is returned to you once it has made its way 
through the machine. But the cold I felt was like 
nothing else. With no dialysis, zero sleep and hardly 
any body-warmth, I called the dialysis unit helpline. 
As the cost of heating the dialysate fluid was probably 
cheaper than heating the room, they suggested 
turning up the dialysate temperature to maximum. 
Thankfully the machine started working again, but as I 
was in a cold room, I couldn’t warm up again. 

Layering up to keep warm 
I wear extra layers, thermal tops, multiple t-shirts, 
jogging bottoms and often even a hat. I also pile three 
blankets and a bulky sleeping bag over me. I probably 
look like a homeless person sleeping on the street. 
My living room is so cold it might as well be outside. 
The cold permeates my days, too. The only time I feel 
warm in my own skin is when I drive to pick Rosie up 
from school. 

I am reimbursed £24.70 each quarter (£8.23 per 
month) to cover the costs of running my machine at 
home. The increase in fuel bills will see the cost of 
running my dialyse machine hit £30 per month. This 
is three and a half times the amount I am reimbursed 
and doesn’t include the additional heating needs or 
careful dietary requirements I need to factor in.  

Trying to remain positive  
My wife works full time as an NHS midwife and works 
all possible extra shifts. We’ve sold unwanted items 
to raise funds and even asked for financial help from 
family.  But there’s no escaping the fact that our 
energy costs will rise even higher. 

Despite my struggles, in many ways I feel fortunate. 
For starters, we have a happy family and a roof over 
our heads. When we first researched haemodialysis at 
home nine years ago, we were told that it was good for 
my renal unit because it’s far cheaper than in-centre 
dialysis. It now feels like we’re having to pay to keep me 
alive. I know others will be in a similar or worse situation 
- with even more reaching crisis point soon. 

To read Phoenix’s full story please visit  
www.kidneycareuk.org/priced-out

How Kidney Care UK is 
making a difference 
We support people living with CKD in many ways, 
including providing immediate help to thousands 
of people living in persistent poverty. In 2021 we 
delivered:  

• 1191 individual grants of up to £300 each, targeted 
at those living in persistent poverty, often the most 
vulnerable patients and their families, providing 
them with direct and urgent financial support 

• 1148 free specialist counselling sessions to support 
patients with their mental and emotional wellbeing 

• Help to 2645 individuals through our Advocacy 
Service, providing access to grants, welfare benefits 
and information relating to treatment 

• Tailored patient information to reduce the 
pressures on day-to-day life 

• Campaigns to improve outcomes and equality of 
medical care for patients 

We are already seeing demand for our services and 
support increase. The cost of living crisis is tipping 
those affected by CKD over the edge, leaving some 
people having to choose between eating or heating. 
This is inhuman and unacceptable. 

Your donation makes a difference

No matter how much you donate, your gift 
will help people like Phoenix, to cope with 
the rising cost of living. Please help us ensure 
kidney patients aren’t priced out of existence. 
Your donation to Kidney Care UK will provide 
immediate 
support at 
this critical 
time. 
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Here at Kidney Care UK, we have developed an online 
resource tailored to meet the very specific needs of 
kidney patients. We know that people with chronic 
kidney disease will feel the cold more than other 
people, just like Phoenix explains, so need to keep their 
home well heated, and will also need to eat a healthy 
diet in order to stay well. These are unavoidable costs 
associated with our kidney disease which have to be 
managed in addition to the pressure of managing a 
chronic health condition. Nobody should be faced 
with the choice of whether to eat or heat their home. 
We also know that worrying about how to pay for 
everything is not good for our mental health. 

How we can help you 
We understand this struggle and have come up with 
an extensive range of practical ways to help you 
through these worrying times. For more advice and 
information, please visit our information hub at   
www.kidneycareuk.org/get-support/cost-living-hub/ 

Are you struggling to cope with the 
rising cost of living?    
The recent steep rises in the cost of fuel, utility bills and food affects everyone. But 
if you live on a fixed low income or on benefits, the struggle to make ends meet has 
become overwhelming. Do not suffer in silence. We can help.

The many 
ways our free 
Kidney Care 

UK advocacy, 
counselling and 
benefits-check 

services can  
help  

Applying for a 
Kidney Care UK 
individual grant 

10 ways to lower 
your utility bills 

Shopping for a 
kidney-friendly 

diet on a budget Building your 
emotional 
resilience 

Taking action by 
contacting  

your MP 

Ways to 
maximise 

your income, 
including – 

making better 
financial 

decisions and 
ensuring you are 
receiving all the 
benefits you are 

entitled to 

Checking that 
you are not 

overpaying for 
electricity, gas 

and water 
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In 2017, Carly fell ill and was admitted to hospital with 
a kidney functioning at just 6%. She soon started 
haemodialysis at York Hospital. Adjusting to a new 
routine and having to spend so much time in hospital 
away from her children was difficult.  

After two years on dialysis, Carly was fortunate 
enough to have a transplant. But as many of us know, a 
transplant is never a cure for kidney disease. Instead, 
it’s a treatment and there is always a risk that the 
kidney will be rejected. The kidney started to decline, 
and after several stays in hospital due to infections, 
Carly contracted pneumonia. Due to her compromised 
immune system, Carly sadly lost her fight.  

Remembering Carly  
Carly passed away at the height of the Covid-19 
pandemic, and, due to Government restrictions, there 
was no opportunity to celebrate her life. Carly’s family 
decided to organise a dinner and dance to honour her 
memory, and raise funds for two charities that work 
tirelessly to make a difference to people living with 
kidney disease.   

Carly’s sister Stacie, and parents Tracey and Stuart, 
spent months planning a dinner and dance night at the 
Hilton, York. Making sure that the entertainment would 
have met Carly’s approval, the focus was for 140 guests 
to be on the dance floor. A DJ and a saxophonist made 
this happen and everyone had a great time.  

Support from local businesses provided over 80 prizes 
for two raffles, alongside the ticket sales. A fantastic 
£12,517 was raised at the dinner in memory of Carly. 

Speaking about 
the event, Stacie 
said, “We think 
that Carly will have 
been proud of what 
we achieved together 
in her honour. Her two children, Maddie aged 8, and 
Jorgie aged 5 were present at the dinner, which made 
it extra special. There was so much love in the room 
for their mummy – hopefully, this will be a treasured 
memory for them as they grow up.” 

Carly’s friends described her as “one in a billion” and 
“a force of nature”. Stacy remembers Carly: “She was 
warm and mothering, a real livewire and hilarious. She 
loved her family and her children fiercely and is so 
missed every single day by so many people.” 

Laura Toop, Community Fundraising Manager at 
Kidney Care UK, added: “We are always touched when 
families think of supporting charities like ours at such 
a devastating time. Carly’s family have raised a huge 
amount which will have a life-changing impact on the 
kidney patients we support. We can’t thank them 
enough.” 

If you would like to organise a fundraising event 
in aid of Kidney Care UK, we’re here to guide you 
every step of the way. Please get in touch with any 
ideas by emailing fundraising@kidencareuk.org 

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

A night to remember: Carly     
Family and friends recently dined and danced the night away 
to celebrate the life of mother-of-two Carly Jackson. Carly 
died in March 2021, four years after being diagnosed with 
kidney disease. The event raised funds for two kidney 
charities: Kidney Care UK and Kidney Research Yorkshire.
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Look for the rainbow
A lifetime with kidney disease can be 
strenuous, gruelling, and often quite grim. 
But as time passes and life moves on, 
many of us find contentment and ways 
to cope with a life affected by chronic 
kidney disease. But it is not just patients 
who have to find ways to adapt. Loved 
ones and carers face that storm too. 

Just the two of us  
 It was early 2020 - I remember the chilling cold 
outside as I sat in our warm cosy living room watching 
television with my dad. I remember as if it were 
yesterday. I am my dad’s caregiver so it’s just the two 
of us, and as a single parent, I have always been close 
to my dad.  

As I looked over, I noticed his colour going pale and 
his eyes turned grey – almost lifeless. He started 
gasping for breath and panic set it. He was in and out of 
consciousness. Seeing him like this was traumatising. 
I immediately rang for an ambulance, I tried to keep 
calm even though I knew there was something 
seriously wrong.   

When the paramedics arrived, he was given oxygen. 
His breathing was still very shallow, so they took him 
to the hospital. I did not sleep that night. It felt as if the 
sun had refused to rise, it felt like a hundred nights. I 
was very upset and worried about my dad.   

The next morning, as I went to visit him at the 
hospital, I didn’t recognise him. He looked drained 
and exhausted. I remember a labyrinth of tubes and 

machines surrounding him. He had suffered a heart 
attack and the doctors were trying to establish the 
root cause of the problem.  

His health continued to decline and after many weeks 
he ended up in intensive care. Eventually, tests revealed 
that his kidney function had dropped significantly and 
he required dialysis. Due to decreased kidney function, 
he had a fluid overload that was putting pressure on his 
heart, causing a heart attack.  

In hindsight, I remember he had gained weight, but 
I never imaged it to be his kidneys. He was there for 
several weeks and eventually ended up at Salford 
Royal. The staff were incredible and kept me informed 
of his progress as I couldn’t visit because of Covid-19.    

Touch and go  
For a while, it was touch and go. My dad was given a 
single room because he was very unwell and weak. He 

soon started the life-saving treatment of dialysis. It gave 
me some comfort to know that he would be okay. I spent 
many sleepless nights praying and hoping he would pull 
through. I couldn’t bear the thought of losing him.  

I had heard of dialysis but did not know what it entailed 
and the full extent of how much time it took. During 
the pandemic, I felt so alone while my dad was in the 
hospital. I started to do some research. I hadn’t realised 

“ The greater your storm the brighter The greater your storm the brighter 
your rainbow - when you can’t find your rainbow - when you can’t find 
the sunshine be the sunshinethe sunshine be the sunshine“  

   FEATURE ARTIC
LE 

By Catherine Moran  

8



how much our lives were 
going to change, but I was 
grateful that my dad was 
still alive.   

I was trying to accept 
what was happening 
to us, while the world 
dealt with the outbreak 
of Covid-19. I started to 
keep myself busy and 
I decorated the living 
room, I got a new carpet, 

so it would be new for when my dad returned home. 

He was unrecognisable when he came home. He had 
lost weight and looked very frail. I could tell he was 
not the same person. He had always been strong and 
resilient person and seeing him like this was heart-
breaking. I felt consumed with grief.  

Our new routine 
He stared dialysing at Salford Royal Hospital, which 
was not close. He was on the morning session, so the 
transport would arrive anytime from 6am onwards. We 
would get up at 5am for three mornings a week. I would 
help him get ready, give him breakfast, and made sure 
he had everything he needed.  

This was routine for two months until he was placed 
at a local dialysis unit. He was tired, and although 
he didn’t tell me I know this impacted him mentally 
too. Seeing him like that affected my mental health 
significantly.  

My struggles  
A few months prior, I had been suffering from tinnitus 
and had mid-frequency hearing loss. This came as 
a shock; I was in my second year studying level 4 

Therapeutic Counselling. I had to manage this as well 
as everything else, and I felt as if the world was closing 
in on me. 

I was looking for clarity and support. I wanted to 
speak to someone who understood me. That’s when I 
contacted Kidney Care UK for help. The staff were very 
warm and friendly, and I was allocated an Advocacy 
Officer and referred for counselling. It felt strange at 
first as I was a trainee counsellor myself, but I needed 
to be heard. I learnt techniques that I used to reduce 
my stress levels and was taught the strategies I needed 
to look after my mental health. I soon realised that my 
response was normal, I was not inadequate or mad to 
have been so stressed. It was simply my response to 
everything that had happened. I found the help I got 
from Kidney Care UK invaluable, they were pivotal in 
making me feel better.   

I changed my mindset and realised that a positive 
attitude gives you power over your circumstances 
instead of your circumstances having power and 
control over you.  

My dream is to complete my studies so that I may help 
support patients and their loved ones through their 
own challenging journey.  

“The greater your storm, the brighter your rainbow.
When you can’t find the sunshine be the sunshine” 

This quote helped me understand our journey with 
kidney disease and I hope it helps others too.

If you are a carer and would like information on how 
to access support, visit:

www.kidneycareuk.org/get-support 
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Brain fog or cognitive impairment is 
common among people with chronic 
kidney disease (CKD). Why does it 
happen? And how can it be improved? 
Although people with CKD commonly report some 
kind of brain fog or cognitive impairment, it is difficult 
to know precisely how many people are affected. 
Estimates vary widely, but one study from the US 
suggested that as many as 8 in 10 (80%) of people 
with kidney failure needing treatment with dialysis had 
some degree of cognitive impairment.  

What is cognitive impairment? 
Cognitive function is a general term covering several 
domains or tasks performed by the brain (see Table 1). 
The degree of impairment varies greatly, but studies 
show that executive function is the most commonly 
affected domain in people with kidney disease. 

Professor Paddy Mark comments: “Cognitive 
impairment sounds alarming, but it is important to 
differentiate between impairment in general—which 
may be permanent or a sign that someone is acutely 
unwell and resolves after they get better—and brain 

fog that happens on dialysis.” Paddy is Professor of 
Nephrology and Honorary Consultant Nephrologist at 
the Glasgow Renal and Transplant Unit at the Queen 
Elizabeth University Hospital Glasgow. He has a special 
research interest in vascular disease in CKD. 

What are the risk factors for brain fog? 
Several ‘traditional’ factors are known increase the risk 
of cognitive impairment (Table 2). Age is the greatest 
risk factor in the general population, doubling for 
each 10 years over the age of 60 so that some degree 
of cognitive impairment affects about 1 in 4 people 
aged over 80 years. Vascular disease, diabetes and 
high blood pressure all increase the risk of cognitive 
impairment by affecting the small blood vessels of the 
brain, while depression and poor sleep both impair 
cognitive functioning.    

Paddy says: “Older age is also a risk factor for CKD, and 
many people who start dialysis have other medical 
problems. For example, they almost certainly have 
high blood pressure, and diabetes is the commonest 
cause of CKD in the UK, being present in up to one 
third of people needing kidney replacement therapy. 

“A large study in Sweden showed that, as kidney 
function declines, the number people diagnosed with 

K idney Cli n icK idney Cli n ic  
‘Kidney brain’: cutting through the fog   

Table 1: Domains of cognitive function 

Domain

Memory and learning 

Language 

Executive function 

Complex attention 

Social cognition  

Visuospatial perception 

Description 

Recording and retrieving information such as facts and events 

Naming objects, finding one’s words, understanding the meaning of words 

Planning, making decisions, carrying out and prioritising complex tasks 

Staying focused, especially when there are distractions  

Recognising emotions, empathising with others’ emotions 

Recognising and manipulating objects, co-ordinating physical actions

www.kidneycareuk.org
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cognitive impairment increases. Although it is unclear 
if it is cause or effect, lower levels of kidney function 
are associated with cognitive impairment. We know 
that vascular disease becomes more common as 
kidney function declines and small-vessel changes on 
brain imaging are also frequent.” 

Other non-traditional risk factors also play a part in 
CKD. Several uraemic toxins are known to affect the 
brain and may not be completely removed by dialysis. 
Similarly, inflammation of the lining of the blood 
vessels is known to cause vascular problems.  

Paddy adds: “During haemodialysis, there are 
recurrent changes in blood flow to the brain relating 
to the dialysis process itself that may be implicated 
in cognitive impairment. But this is not a reason to be 
afraid of dialysis. Actually, by doing dialysis ‘better’, 
such as by being careful with fluid restriction to reduce 
the need for fluid removal on dialysis, healthcare teams 
can work with you to maintain your vascular health.” 

How is cognitive impairment diagnosed? 
Brain fog has serious effects on quality of life and 
adds to the stress of living with kidney disease. Several 
screening tools are available, but Paddy does not 
consider it appropriate to test cognitive function 
during routine visits to the kidney clinic. 

He explains: “We screen for cognitive impairment 
when people come into hospital and are acutely ill, 
but it is not practical during routine appointments 
with your kidney doctor. It is important to remember 
the difference between screening—actively looking 
for a problem when there are no symptoms—and 
investigating when you have reported a problem.   

“If you find that you have brain fog after dialysis and 
are fine the next day, be reassured that this is common 
and should resolve. However, if your cognitive function 
is declining or has suddenly got worse and you are 
worried, talk to your healthcare team including your 
GP. Your GP will have experience of managing other 
people with memory problems and should be able to 
access appropriate local services.”  

How can brain fog be treated? 
Although there is little evidence that the self-help 
measures in Table 3 (overleaf) directly treat brain fog, 
they are unlikely to harmful and likely to be beneficial 
for your general health.  

Anyone’s cognitive function may be impaired by 
medication, including treatments for chronic pain 
and sleep disorders, and you may feel better if the 
medication is adjusted or substituted. Other treatable 
causes of brain fog might include hypothyroidism (low 
levels of thyroid hormone), other hormonal issues 
such as the menopause, and low vitamin B12 levels.  

There is currently no drug treatment that has been 
shown to directly improve cognitive function in 
CKD. Treating anaemia with iron and erythropoiesis 
stimulating agents (ESAs) is likely to improve cognitive 
function by improving the oxygen-carrying capacity 
of the blood. It may be possible to improve brain 
fog by addressing mental health problems such 
as depression, which is known to affect cognitive 
function and is common at all stages of CKD.  

 “We do not currently have good evidence, but doing 
dialysis better is likely to be beneficial for brain health 
and reduce the risk of ongoing problems. Minimising 
your salt intake will improve your blood pressure and 
reduce thirst to help you to stick your fluid allowance. 
Large fluid gains between dialysis sessions mean greater 
swings in blood pressure: in our studies, we found that 
the more fluid taken off during dialysis, the greater the 
changes in blood flow to the brain,” says Paddy.  

“Similarly, I think that doing shorter, more frequent 
dialysis sessions or longer, slower nocturnal dialysis 
should result in fewer changes in blood flow to the 

K idney Cli n icK idney Cli n ic  
‘Kidney brain’: cutting through the fog   

“Depression and poor 
sleep both impair 
cognitive functioning“

Table 2: Factors increasing the risk of cognitive 
impairment 

Traditional risk  
factors 

Older age 

Vascular disease  

Diabetes, high blood 
pressure 

Depression 

Sleep disorders

Factors related to  
kidney disease  

Build-up of uraemic toxins 

Inflammation 

Structural changes  

Dialysis*  

* Compared with haemodialysis, peritoneal dialysis may be associated with fewer cognitive effects in the short term 
Based on: Crowe K et al. Frontiers in Neurology 2021; volume 12; article 787370
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brain. And there are other advantages including a freer 
diet and fluid allowance, better phosphate balance, 
and fewer blood pressure medicines,” he adds. 

Does transplantation lift brain fog?  
Transplantation is currently by far the best way of 
treating advanced CKD. It has also been shown to 
improve cognitive function, albeit in rather small 
studies. 

Paddy explains: “We found that people who happened 
to get a transplant during our study did not have 
progressive decline in some aspects of cognitive 
function, and brain integrity seemed better preserved 
on MRI scanning. However, people who received 
a transplant were likely to have been younger and 
without the health problems that meant other people 
remained on dialysis. So, while I cannot say that a 
kidney transplant reverses brain fog, it does seem to 
be associated with better outcomes.” 

Other studies have shown improvements in some 
cognitive domains after kidney transplantation. 
However, researchers also report that some kidney 
transplant recipients continue to score worse than 
healthy people when tested on executive functioning, 
verbal fluency and language.  

“Even if kidney function is restored to normal—and it 
does not happen with every transplant—it may also 
take time to remove all the toxins that affect brain 
function, and it is possible that the brain may not fully 
recover. So, a transplant may not offer a ‘reset’ for 
everyone but imagine the impact if you had stayed on 
dialysis with the recurrent swings in brain blood flow,” 
adds Paddy.  

Conclusion 
“If you are on haemodialysis, be reassured that brain 
fog after a session is part of recovery. However, it 
would be wise to arrange for someone to go home 
with you if you think that your driving may be affected. 
Similarly, if you have important topics like transplant 
listing to discuss with your doctor or nurse, schedule a 
visit when you are not on dialysis so that you can really 
concentrate on the discussion.  

“Finally, everyone with CKD should be aware that 
many aspects of kidney disease may affect cognitive 
function. As kidney doctors, we can work with you 
to address these risk factors as far as we can,” he 
concludes.  

Article by Sue Lyon  
Freelance Medical Writer & 
Editor, London

To find out more about dealing with 
brain fog and kidney disease, visit 
www.kidneycareuk.org/learn-more 
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Table 3: Self-help for brain fog 

If you smoke, stop 

Healthy eating 

Keep active 

Get a good night’s sleep 

Reduce stress in your life  

Keep your brain active 

Pace yourself 

Simplify your life 

Smoking increases blood pressure and damages small blood vessels throughout  
the body 

Maintain a healthy weight with good nutrition; minimise salt intake; adhere to any  
fluid allowance 

Exercise if you can to improve blood pressure and wellbeing  

Practise good sleep hygiene: turn off computers and other devices two hours before 
bedtime; avoid exercise, caffeine, tobacco, or alcohol close to bedtime; try not to 
nap during the day 

Try relaxation techniques  
Don’t be afraid to ask for help to resolve any worries  

Maintain social life with family and friends 

Try a new hobby or other activity that you enjoy  
Do things that need a clear head (such as paying bills) at your best time of day. If you 
can, take regular breaks   

Make lists or use Post-it notes. Do only one thing at a time and keep distractions to a 
minimum. 
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“Doing dialysis better is 
likely to be beneficial for 
brain health“
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How it started 
Orla was always a healthy girl. She was like a whirlwind, 
always full of energy. So, it came as a shock when we 
found out that our five-year-old, our little healthy little 
Orla, had kidney disease. 

It all started when Orla was unwell in September 2021. 
Thinking she’d caught a tummy bug from school, we 
called an ambulance. Orla was taken to the hospital 
because of dehydration. We anticipated she would be 
put on a drip and would be back home soon with her 
two elder brothers. 

Orla’s little body was swollen, and the staff struggled 
to insert a cannula, so she could be hydrated. Things 
took a turn for the worse and she was taken into the 
intensive care unit (ICU). Her kidneys started to shut 
down and several days later Orla was diagnosed with 
nephrotic syndrome. 

Numbness set in; I was in disbelief. It was a devastating 
blow for my husband and me. Our elder two boys were 
also quite young. I kept thinking, she is only four, how is 
this possible? How do I explain to our boys what their 
little sister is going through? How do I explain this to Orla? 

What we thought was a tummy bug ended up being a 
chronic illness that will impact Orla for the rest of her life. 

Taking each day as it came 
I was in the hospital with Orla for three weeks. Due to 
Covid-19 this became very difficult. During this time, I 
could not see my boys. They were upset and wanted to 
see us.  

My husband and I are both self-employed. I am a 
freelance hairdresser, and my husband is a joiner. 
We have three children and a house to run, so one of 
us had to work. We tried to split the time, but I found 
myself with Orla most of the time. My husband would 
come to the hospital to see Orla in the evenings after 
finishing a long day at work. This would give me time 
to take a small break and get something to eat. Then it 
was to bed, and it all started again the next day. 

How Orla copes  
When we came out of the hospital, we thought that 
she had taken it in her stride. But on Bonfire Night, she 

was very upset. Orla started having nightmares, she 
vividly remembered each doctor, what they looked 
like, and which ones put needles in her. She did not 
understand why the dream-catcher on her window did 
not catch her nightmares too. It was difficult seeing my 
five-year-old going through this.

We almost lost Orla three times in ICU. She doesn’t 
understand the severity of her situation, but she 
knows that something isn’t right. And that’s where the 
nightmares come from. She has them every so often. 

Orla now has a routine: every morning she takes her 
medication. She has come to the realisation that if 
something doesn’t hurt then it is ok. So, she takes all 
her tablets without hesitation. I also test her urine. The 
urine test indicates if Orla is relapsing, which she has 
twice since being diagnosed. Every morning I feel a 
knot in my stomach, my heart is in my mouth. Both of 
us wait in fear and trepidation, hoping and praying that 
it tests negative, and when it is, I get that slight relief 
that she is fine for another day. 

Thankfully a care plan has been set up for her in 
school. Her teachers are aware of her condition 
and medications, and update me on her situation 
throughout the day. The kitchen staff have provided 
a menu indicating the levels of salt in the food. From 

Orla, our beautiful five-year- 
old daughter    
Chronic kidney disease (CKD) can impact anyone at any time, regardless of age. And 
as we learn to navigate our way through some of the physical challenges of CKD, 
other aspects of our lives are also impacted, such as mental health, finances, and 
relationships. But what do you do when your five-year-old is suddenly diagnosed with 
CKD? How do you cope? 

www.kidneycareuk.org
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By Carrie Garrett

this, I can choose what she eats. Without this support, 
I don’t think Orla would have managed the transition 
back to school and be herself. 

Impact on the family  
When Orla came out of the hospital, it was very 
difficult. It impacted our relationship. Although 
my husband and I went through this together, we 
had endured it differently. We experienced some 
resentment towards one another. I was at the hospital, 
seeing all the needles and Orla’s health deteriorating, 
and although my husband saw this a few times, he had 
the additional pressure of being at work and providing 
for the family. It has been traumatic for us both, but in 
different ways. 

In addition to the emotional challenges, we are 
experiencing financial difficulty, too. Orla is taking 
a high dose of steroids. This makes her feel hungry 
all the time. She is on a low-salt diet so we have to 
make sure she has healthy meals throughout the day. 
When Orla came home, during the winter months we 
kept the heating on over longer periods to make sure 
she was comfortable. We also make several visits to 
the hospital for Orla’s appointments. With all these 
expenses and rising fuel, energy and food prices it is 
proving to be very challenging. 

Everything falls on my husband’s shoulders. Since Orla 
has been unwell, we have both taken time off, which 
means there is no income. On the days we don’t work, 
we don’t get any money.  

A grant from Kidney Care UK helped pay the bills for 
the month Orla was in the hospital. It meant that both 
my husband and I could be with her.   

With the summer holidays coming soon we would love 
to be able to go on holiday, but with Orla’s health and 
our financial situation, this is not something we can do. 

Orla’s future  
We do not know what Orla’s future holds. We take 
each day as it comes. We have been through a lot as 
a family, but we have come out more resilient and 
stronger. We realise that we cannot control everything. 
Some days Orla is more upset than others, but we are 
all proud of how she is handling it.

For more information and support please visit  
www.kidneycareuk.org/get-support
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Our kidney transplant recipients had a length of 
hospital stay after their transplant of twelve days 
compared to the national average of eight days. 

We aimed to create an Enhanced Recovery After 
Surgery (ERAS) programme for our kidney transplant 
patients. ERAS programmes have been widely used 
for other types of surgeries. They have been shown 
to increase patient involvement and autonomy, 
ultimately making better use of resources, reducing 
the length of stay, and reducing the risk of post-
operative complications and side effects. Since 
Covid-19, reducing the time patients are in hospital, 
avoiding unnecessary potential exposure to Covid-19, 
and other viruses, has become even more important. 

Evidence gathering 
We carried out a national survey, gathering 
information from all 23 UK transplant centres on 
perioperative practices (before and after the surgery) 
and feelings towards ERAS. The findings from this 
survey have been published in the medical journal the 
Annals of the Royal College of Surgeons of England.   

To help encourage a change in culture and practice 
the multidisciplinary team also helped to shape the 
development of this. We learned not to give up and 
when the Trust was unable to support the project 
financially, we reached out to charity. Thanks to Kidney 
Care UK we were able to make what had seemed 
impossible, possible. The success of the ERAS 
programme is evident from the feedback we received 
from the staff and patients. 

“It’s been fantastic to see how everyone has worked 
together to help the recovery process after transplant 
surgery be quicker and easier. Most importantly, 
it’s brilliant to see our patients understanding their 
recovery, feeling well and being discharged home so 
much earlier after their transplant surgery.” Dr Frankie 
Dowen, Consultant Nephrologist, Freeman Hospital.  

“It amazed me how busy everyone was and still 
had time to educate me to help me stay in control. 
I will be eternally grateful for that. I would definitely 
recommend ERAS. Great team, great for the patient 
journey. Thank you.” ERAS patient.  

“ERAS is a brilliant project and should be shared on 
all wards and trusts. Gives the patient independence 
and motivation.” ERAS patient.    

Patient engagement  
To make sure the programme was patient-centred, 
patient representatives from Tyneside Kidney 
Patients Association (TKPA) were consulted. This 
provided the backbone of the patient perspective, 
bringing useful feedback and ideas, helping with the 
development of the patient journal. 

Stages of ERAS 
There are three main stages to our ERAS programme: 

Stage 1. Help patients better prepare for their 
transplant. 

We do this by providing information, talking through 
the principles of enhanced recovery, what to expect 
whilst they are in hospital, and introducing them to 
the patient journal.  

Enhanced Recovery After  
Surgery (ERAS) programme  

A generous grant of £103,740 from Kidney Care UK has enabled us to introduce an 
Enhanced Recovery After Surgery (ERAS) programme for our kidney transplant 
patients. The funding was for one year and paid for an ERAS nurse and Physiotherapist. 
The programme is designed to help patients recover more quickly from their transplant 
operation and encourages them to play an active role in their care. We provide patients 
with education and set daily targets for the patients and the transplant team.     

By Carrie Scuffell, Lead Nurse for enhanced recovery in transplantation, Freeman Hospital, Newcastle-upon-Tyne NHS  

The ERAS Team
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The journal is designed to support patients during 
their hospital stay. It provides them with daily 
information and provides a section for them to record 
progress. 

We are developing a digital version of the journal in 
partnership with Patients Know Best (PKB) and we 
hope to add valuable resources that patients will be 
able to access.      

Stage 2. A combination of elements of patient care 
around the time of the transplant operation that we 
use to structure their recovery.  

This includes changes to pain relief and the way we 
manage fluids. Fewer tubes and lines, where possible, and 
a personalised physiotherapy-led mobility programme.  

Daily targets for both the patient and the transplant 
team provide a framework to help patients recover 
more quickly. We encourage patients to be involved 
in their recovery and use their journals to record their 
progress.  

Stage 3.  Help patients go home sooner if they are 
ready and we continue to support them closely at home.

What we learned 
Early patient involvement and feedback were pivotal 
in ensuring the programme was patient focused. This 
was evident in our patient testimonials. 

“The communication was great. I was self-medicating 
with supervision, they checked my medications, 
observations, and urine output. I felt like part of the 
team.   

“The ERAS process is by far the best advance in 
hospital care I have seen. It is patient focused, and as 
a patient, it gave me back some control over my mind 
and my body.” 

Ongoing staff education and feedback are vital to 
the continued success of the programme. Staff have 
provided useful ideas and feedback to help continue 
to improve our service to patients.      

The future of ERAS  
I was delighted to receive The Q Factor award on 
behalf of the ERAS team. Launched by the Trust 
Clinical Audit and Guidelines Group, the award 
highlights the excellent work that happens throughout 
the Trust to deliver Quality Improvement.  

It’s fantastic to see everyone’s hard work being recognised 
and appreciated. We hope that our programme will offer 
inspiration and ideas to others wanting to develop quality 
improvement projects, benefitting more patients in other 
departments in the future.  

We are now working on how to help patients to stay 
well or even improve their fitness while they are on the 
transplant waiting list. We are creating an electronic 
version of the journal. Patients will be able to access 
this by the app or website Patients Know Best, which 
will provide access to blood results and useful patient 
information. 

Following the success of the programme, we are 
looking to develop ERAS programmes for patients 
needing liver and pancreas transplants.   

To find out how Kidney Care UK is supporting 
hospitals nationwide please visit  
www.kidneycareuk.org/health-professionals/

“Early patient 
involvement and 

feedback were 
pivotal in ensuring 

the programme was 

patient focused“   
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My recovery bible           
FEATURE ARTICLE PA

RT 2By Alison Brown

The diagnosis of kidney disease often 
feels like a life sentence. A successful 
transplant is life changing, but the 
journey through recovery is tough, both 
mentally and physically. My experience 
of the Enhanced Recovery After Surgery 
(ERAS) project empowered me to take 
control, helping to reduce the risk of 
post-surgery complications and my 
length of hospital stay.  

Receiving a diagnosis of chronic kidney disease (CKD) 
at the tender age of 13 was heart breaking. I had no 
symptoms and despite preventive medications, 
it was a crushing blow to find out years later that 
pyelonephritis was well underway.  

My mental health was affected; I felt out of control and 
vulnerable. I had to leave my job, which was difficult 
because we were struggling financially and still are.  

I was terrified and suffered from anxiety attacks. 
Complying with fluid restrictions, the new diet, and 
medications was overwhelming. It affected our lives, 
both financially and structurally. Our routine was new, 
we were living on one income, and I was always tired. 
But I was blessed to have a supporting husband and 
two beautiful children, who I felt grew up prematurely 
because of my illness.    

First transplant  
In May 2013, my mum donated her kidney to me. 
During the recovery. I lay in bed overthinking 
everything: What are the doctors thinking? Is 
everything ok? Are my results normal?  

I was constantly anxious about not knowing what was 
going on and didn’t feel confident to ask questions. 
Recovery was still quite antiquated and bed rest was 
deemed appropriate.  

Day four post-transplant, I became unwell and felt 
pain when passing urine. My antibodies had surged 
due to an undetected urine infection. Despite various 
treatments the transplant failed, and three days later 
the kidney was removed.   

The journey back to dialysis the next day was the 
worst experience of my life. The weight of the 
transplant failing after everything my mum had done 
was distressing.  

I went home, my body was weak, my muscles were 
depleted, and I felt out of control and hopeless.  

The following weeks at home were a blur, I was 
shaking and dragging myself up and down the stairs to 
increase my mobility. 

Home dialysis  
I started home haemodialysis and my dining room 
was converted into a hospital room with machines 
and equipment. I dialysed during the time my children 
were at school. I felt they were shielded from the 
treatment despite the fact it was at home. 

Seven years of dialysis eventually took a toll on my 
health. This time, my cousin Christopher offered 
to donate his kidney. After several setbacks due to 
Covid-19, we finally got the date for the operation in 
June 2021.  

The ERAS booklet – my recovery bible  
Before the operation, I received a letter containing 
The Enhanced Recovery After Surgery (ERAS) booklet, 
describing a new process that offered a faster 
recovery. I was excited about the opportunity to take 
control of my journey and it gave me something to 
focus on.   

I got a phone call from Carrie, the Lead nurse for ERAS. 
She explained the new process allowed the patient to 
be in control of their recovery.  

The booklet contained information on what to expect 
from day zero onwards, monitoring my fluid balance 
and meeting daily targets for walking and sitting. It also 
included a plan of what the team were aiming for. My 
mind was at ease.  

At the hospital, it was great to have the ERAS team on 
the ward. The doctors told me what I needed to know, 
but the ERAS team provided in-depth explanations 
and implemented this into my daily activities.    
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The communication was great. I was 
self-medicating with supervision, 
they checked my medications, 
observations, and urine output. I felt 
like part of the team.   

I understood my care. If something 
didn’t happen according to the 
booklet, or my ‘recovery bible’ as 
I called it, I felt confident to ask 
questions.  

The physiotherapists were also 
brilliant. They were very knowledgeable and 
made sure I didn’t feel pressured. Every target 
I met was a small victory and one step closer 
to home.  

I was discharged to go home on day five. I felt 
strong and confident and mentally ready to 
continue my recovery at home using the tools 
I had been given by the ERAS team.   

The ERAS process is by far the best advance 
in hospital care I have seen. It is patient 
focused, and as a patient, it gave me back 
some control over my mind and my body.   

The ERAS booklet provided a coping 
mechanism, a focus, and an action plan. 
Some of the tools in it I will use for life. I 
believe that health and recovery are partly 
due to your state of mind and this new 
process revolutionises the relationship 
between medical staff and patients. It is 
brilliant and I believe it has saved me weeks, 
maybe months of recovery time.   

After a failed transplant, dialysis and many 
surgeries and illnesses along the way, I often 
felt out of control and defeated, even useless 
sometimes. The ERAS programme motivated 
me to do my bit to make sure I was giving this 
kidney the best possible chance.  

I no longer feel defeated, I feel proud to 
have played a part in my recovery. I now look 
forward to exciting times, new memories, more 
free time, and most importantly good health.       

““The ERAS booklet provided a The ERAS booklet provided a 

coping mechanism, a focus, and coping mechanism, a focus, and 

an action plan. Some of the tools an action plan. Some of the tools 

in it I will use for lifein it I will use for life“ “   

““The ERAS process is by far the best The ERAS process is by far the best 

advance in hospital care I have seen. advance in hospital care I have seen. 

It is patient focussed, and as a pa-It is patient focussed, and as a pa-

tient, it gave me back some control tient, it gave me back some control 

over my mind and my bodyover my mind and my body““    
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Zak Khan - transplant recipient  
Things have changed for me in Ramadan. Eager to take 
part in this month, I started fasting from an early age. I 
started with fasting for half days, building myself up to 
full. Little did I know that this would be short-lived. 

When I was diagnosed with chronic kidney disease 

(CKD) several years ago, I was only 17. At first, it felt 
that CKD was taking away so much of me, of who I 
was and my identity. I could no longer go swimming, 
play contact sports such as boxing, or do things 
other teenagers my age would do. And fasting was yet 
another part of my identity I couldn’t embrace, no 
matter how much I wanted to. 

Celebrating my way – Ramadan     
Ramadan is the ninth month of the Islamic calendar and is celebrated by Muslims all 
over the world. Often known as a month of mercy, Ramadan is not only about abstaining 
from food and drink, but also as a month of self-reflection, spiritual growth, and charity. 
And although patients with chronic kidney disease  (CKD) are exempt from fasting, how 
does it really feel to not take part in one of the blessed months of the year? For some, 
it feels as if part of them has been taken away while for others it’s easier to accept and 
gain whatever they can from this month

““At first it felt that CKD was  At first it felt that CKD was  
taking away so much of me, of who taking away so much of me, of who 
I was and my identity. I could no I was and my identity. I could no 
longer go swimming, play contact longer go swimming, play contact 
sport, such as boxing, or do things sport, such as boxing, or do things 
other teenagers my age would do. other teenagers my age would do. 
And fasting was yet another part of And fasting was yet another part of 
my identity I couldn’t embrace, no my identity I couldn’t embrace, no 
matter how much I wanted tomatter how much I wanted to““

   FEATURE ARTIC
LE

20



Issue 17 | Summer  2022

While I was on dialysis, after taking my medication, I 
would fast from lunchtime onwards. I would eat with 
my family at iftar, the time of sunset when we break 
our fast. Although Islam allows me not to fast due to 
my health, I really wanted to feel the experience, I was 
eager to. I guess only those who have lived it know the 
feeling. 

Ramadan is more than just fasting, so I make 
sure I take part in all other aspects too. One of 
them is going to the mosque for the night prayer 
called Taraweeh, which means rest or relaxation. This 
prayer is optional and often quite long but seeing all 
the community come together gives me the energy 
and strength to take part. 

Now that I’m transplanted, I have a similar approach, 
the only difference is that I drink throughout the day. 
I have so much to be thankful for. I am trying to claw 
back some of the things CKD has taken away from me, I 
can enjoy boxing and swimming, and more importantly 
enjoy the spiritual benefits of Ramadan.  

I would advise others to try their best and not to give 
up. I gave up a lot of times. I gave up every day. But I 
keep fighting, there is always a way, and this is my way 
to celebrate.  

Sabina Saeed - peer supporter  
From all my years of living with CKD, I remember always 
being told what I couldn’t do. Whatever it was, it was 
always bad for my health. I always felt like the odd one 
out, or alone. But I learnt how to cope and live with 
CKD. 

One of the most important and beautiful things that 
I miss doing is fasting during the month of Ramadan. 
In Islam, people like me who have health issues 
are exempt from fasting. But when my nieces and 
nephews question why, it’s difficult to explain to them, 
and it does upset me at times. 

Ramadan was always different for me. I was never 
allowed to fast. I had to look after my kidney. My 
parents would wake my brothers and sisters up 
for suhoor, the early morning meal taken before dawn, 
but never me. I would still wake up sometimes just 
to eat the delicious breakfast, but my dad would say 
you can try, but you can drink as much water as you 
want and I would be happy with that. I would call this 
my chiri fast or baby fast. In this month, I remember 
helping my mum set the table for iftar, the evening 
meal where we break the fast. Milkshakes and fruit 
salads were staples at our table. But Ramadan was 
more than this. It was about praying, connecting to 
God, reflecting on my past and planning the coming 
year. Eating together to break our fast brought us all 
closer as a family. 

Sometimes I feel I have missed out on a lot of important 
events, but I am grateful to be able to enjoy these 
moments in Ramadan. I am grateful that I can also gain 
something from this month, albeit not fasting, but ending 
the month by celebrating Eid with my loved ones. And 
although I can’t fast, at least I can celebrate it my way.     

““ I am grateful that I also can I am grateful that I also can 
gain something from this month gain something from this month 
albeit not fasting, but ending the albeit not fasting, but ending the 
month by celebrating Eid with month by celebrating Eid with 
my loved ones. And although I my loved ones. And although I 
can’t fast, at least I can  can’t fast, at least I can  
celebrate it my waycelebrate it my way““
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Drain the tuna, scoop it in to a bowl 
and break up with a fork. Pour the 
dressing over the tuna. Peel and 
finely slice the onion and scatter 
over the tuna. Leave to marinate for 
20 mins.

Meanwhile, cook the potatoes in 
the boiling water for 10 mins. Add 
the eggs to the pan and cook for a 
further 6 mins.  When the potatoes 
are cooked, drain, and allow to cool, 
then cut into even slices.

To prepare the dressing, peel and 
crush the garlic and finely chop the 
parsley. Whisk all the ingredients 
together in a bowl. Fill two saucepans 
with water and bring to the boil to cook 
the potatoes and beans.
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Once cooled, peel and cut the eggs 
in half.  Halve the cherry tomatoes, 
quarter the baby gem lettuces and 
finely slice the basil leaves. 

Arrange the potatoes, green beans, 
tomatoes, lettuce, eggs and anchovies 
on a large platter or in individual bowls 
and scatter over the tuna and red 
onion. Drizzle the remaining dressing 
over the salad and finish with black 
olives and basil.

Trim the green beans and boil in a 
separate pan of boiling water for 5 
mins then drain. Refresh the beans 
and eggs in ice cold water then drain 
again. 
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Ingredients 
160g tuna, tinned in spring water

1 red onion

300g new potatoes

4 large eggs

100g green beans

150g cherry tomatoes

4 baby gem lettuces

50g anchovy fillets in olive oil

80g pitted black olives

10 basil leaves

Vinaigrette dressing:

4 tablespoons red wine vinegar

30g parsley

1 garlic clove

100ml extra virgin olive oil

Ground black pepper

Salad Niçoise
Prep: 30 mins •  Cook: 25 mins •  Serves: 4

This high protein salad is low in phosphate and potassium, making it a 
satisfying and filling meal. Ideal after dialysis. 

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

Phosphate/ potassium  Due to the quantities of salad vegetables and tuna used in this recipe, this salad is low in 
potassium and phosphate. 

There is some phosphate from the protein sources in this recipe so if you have been prescribed a phosphate binder, 
ensure you take them with this dish.

Protein  This dish is high in protein which is ideal for those receiving dialysis. Tuna, anchovies and eggs are also all 
low-fat sources of protein, making them a healthy choice. 

Special diets   
Gluten free This recipe is naturally gluten free.

Healthier option  There is no added salt in this recipe, however there is salt in anchovies, olives and tuna which 
means it is not a low-salt dish. Try to buy tuna in spring water rather than brine if possible, to reduce the salt content 
further. If you want to reduce the amount of fat you can reduce the amount of olive oil used in the dressing.  

Storage  This salad is best served immediately, slightly warm or at room temperature.

This salad is can be prepared in advance and makes a great lunch option. Store in an airtight container in the fridge 
for up to 3 days, keeping the vinaigrette dressing separate. Drizzle the dressing over everything before serving.

.

Cooking in the K idney K itchen with Che f Pa u l Ripley Cooking in the K idney K itchen with Che f Pa u l Ripley 
A French inspired salad with tuna, green beans, hard boiled eggs, tomatoes, anchovies and 
potatoes in a vinaigrette dressing. It’s fresh tasting and full of different textures.   
Visit www.kidneykitchen.org for more recipes, videos and dietary information. 

http://www.kidneykitchen.org


Twenty-five years on dialysis  
– a time to celebrate!       
A kidney transplant is not an option for everyone on dialysis. For those who have to 
accept that dialysis will be a feature of their life for many years, celebrating life around it 
is integral to accepting this prognosis. James Anderton tells us about his mother Joan’s 
25-year journey through haemodialysis (HD) and how she embraces – and often enjoys – 
her ‘part-time job and social club’ at her dialysis unit.  

This January, my mother celebrated her 25th 
anniversary as an HD patient. A significant milestone 
by anyone’s reckoning, this seems even more 
remarkable in light of what was expected all those 
years ago. A quarter of a century is a long time to be a 
dialysis patient - even now.  Twenty-five years ago, it 
would have seemed almost unthinkable. To mark the 
occasion, as a family, we enjoyed an afternoon tea: my 
mother and father, Joan and John, my younger brother 
Jeremy and me.  

Although a shock, her diagnosis of chronic kidney 
disease  (CKD) had been a relief for Joan.  She was 
finally able to put a name to what had been making her 
feel so ill. In hindsight, her symptoms had been classic: 
oedema (swelling), lethargy, hypertension (high blood 
pressure), migraines, itching, muscle cramps, restless 
legs, excessive thirst... to name a few!  

Despite numerous consultations, her GP never 
made the connection. It was only by chance, at a 
routine medical examination as part of a mortgage 
application, that another doctor suggested kidney 
disease and referred her for further tests. These tests 
confirmed a significantly decreased kidney function. 
For some time, Joan was able to manage this with 
medication, restricted fluids, and diet. But, within a 
few years, it became clear that dialysis would be a 
necessary next step.   

Joan’s first dialysis session  
In January 1997, Joan attended her first HD session at 
Dellwood, a small hospital on the outskirts of Reading. 
She recalls vividly how frightened she was, how ill 
she felt and the kindness of the nurse who looked 
after her that day. By the time she got home, Joan 
felt terrible and was sorely tempted not to go back. 
Thankfully, she changed her mind. Later it transpired 
that she felt unwell due to excessive toxins and 
fluid that were removed during the first session and 
because of allergic reaction to one of the chemicals 
in the reusable dialyser cylinders. Before the days of 
disposable, single-use dialysers, the reusable ones 
were steam cleaned and re-used several times.  

Before long, Joan had adjusted to the new lifestyle 
and has many fond memories of her time at Dellwood, 
with staff and fellow patients. Later, Joan would go on 
to attend dialysis at the Royal Berkshire Hospital in 
Reading and, eventually, at a satellite unit in Windsor, 
closer to home.   

Medical-diary clashes and getting away  
for a break  
While Joan became accustomed to the routine of 
dialysis, it is a major commitment. Dialysis takes up a 
significant amount of time, affecting how she plans 
her week. An ongoing frustration is trying to access 
services or clinics that only operate on certain days, 
and often conflict with dialysis sessions.  

Travelling is another frustration, planning alternative 
dialysis arrangements can be complicated, although not 
impossible. Joan has enjoyed some wonderful holidays, 
returning several times to a hotel in Cornwall that has its 

by James Anderton   
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own dialysis facilities, run by a nurse and her husband. 
Another memorable trip was a fortnight exploring the 
coast of Northumberland in surprisingly good weather, 
based at a holiday park with its own dialysis centre.   

The most immediate benefit of dialysis is to keep Joan 
alive and for this, we are all grateful. Another benefit 
which she has always enjoyed is the social side of 
attending the dialysis unit; as a social club and support 
network, it is extremely valuable to her and the other 
patients. Joan was an active patient committee 
member for several years and has more recently set 
up a Facebook page for information and support. She 
is still in touch with many patients and staff, and now 
has a network of friends all over the globe.  

Attending her ‘part-time job and social club’  
Joan thinks of dialysis as a job; there will be good 
days and bad, but there is a purpose to the day and 
satisfaction in its achievement. This is the advice she 
gives to new patients, to think of receiving unit-based 
dialysis as a cross between a having part-time job and 
attending a social club.  

Joan also advocates finding a good cup, as it is 
important to enjoy your limited fluids! She prefers to 
drink tea in cups which are about 150ml and taller than 

they are wide. This helps to keep the tea hot. And in the 
summer, ice cubes and jellies help her feel refreshed 
without overloading on fluids. She also recommends 
always wearing similarly weighted clothes to dialysis, 
so as not to interfere with weight readings.  

Covid-19 has made the past few years difficult for 
everyone, not least kidney patients. Sadly, Joan lost 
several friends in the first wave in 2020 and it has not 
been easy trying to balance the risks throughout the 
pandemic. As a dialysis patient, during the lockdowns, 
Joan was the only member of her household to leave 
the house on a regular basis, which was stressful for 
all the family as she was also the most vulnerable. 
However, there was a distinct advantage to this, as 
she was able to enjoy a change of scenery and the 
company of the other patients and staff.   

Observing the changes in care  
The last twenty-five years have seen many changes. 
Although transplantation has not been an option 
for Joan, advances in treatment have led to many 
changes in her experience of HD and her prognosis. 
Also, thanks to advances in transplant surgery, she has 
shared the joy of her friends receiving kidneys.  

Certainly the management of CKD has changed over 
the years, with greater possibilities and more variables 
considered to tailor the treatment to the individual. 
More importantly, it is much easier now to find 
information and support than in the 1990s when the 
internet was in its infancy.  

Whether through advances in treatment, her own 
resilience, or a combination of the two, Joan is still 
going to dialysis - 25 years and counting. Now that this 
milestone has been reached, Joan and her husband 
John are looking forward to the next one.  This year, 
they celebrate their 45th wedding anniversary. Life 
certainly goes on. 

“One piece of advice she would give One piece of advice she would give 
to new patients is to think of receiving to new patients is to think of receiving 
unit-based dialysis as a cross unit-based dialysis as a cross 
between a having part-time job and between a having part-time job and 

attending a social clubattending a social club“   
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“If I had that mentality of mistrust, If I had that mentality of mistrust, 

I would not be alive todayI would not be alive today“

By Adebomi Olaitan   

A lifetime of chronic kidney disease (CKD) comes with many life lessons. We have 
to learn to cope with a new way of life. And while some of us are happy to just make 
it through the day, week, month or even year, others are paving the way to change 
the narrative and influence their communities to encourage more engagement and 
involvement for blood and organ donation. And as many of us know, all too well, this is 
not a mission for the faint-hearted.     
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My journey with CKD began when I was nine years old. 
I was very young to understand what was happening. 
I remember being rushed to the hospital. When the 
diagnosis came through, my dad was shocked and 
confused. My dad didn’t understand what kidney 
disease was and how this would impact me, so he asked 
for a second opinion. This just confirmed the truth. The 
truth that I, his nine-year-old little girl, had CKD.  

CKD in the early 80s was in its infancy, well that is how 
I felt. I felt as if I was the only one going through this. I 
went through several surgeries, so I was ready for what 
lay ahead. I had a graft made, but in the 80s it was 
called shunt and would be covered with a bandage.  

I was on haemodialysis (HD) for a few months which I 
found very tough and harsh on my small nine-year-old 
body. But this was the new ‘normal’ for me. I was on 
dialysis three times a week and my family would take it 
in turns to take me back and forth from the hospital – 
this impacted their life too!  

In September 1984, I had my first transplant. Though 
this only lasted around two years, I felt a big difference 
and truly realised how dialysis impacted me. I was 
back on dialysis, I was given Emla cream to numb 
my skin around the graft. I would make sure to put 
this on before going to dialysis, so I wouldn’t feel the 
pain of the needles. I was still very young so this was 
revolutionary for me.  

In May 1987, life gave me another chance. I got the call 
for my second transplant. I was only 12 and my little 
body had been through so much, but despite the 
challenges of surgery, I was grateful.  

Growing with my transplant   
I felt that my second transplant brought many 
opportunities with it, I was able to grow, experience 
life as any other 12-year-old would. I loved my teenage 
years and early adult life and enjoyed many holidays 
with my sisters.  

When my second transplant failed in 2004, there 
was so much going on in my life, I could not recognise 
it. I just accepted it. However, this time, as an adult I 
processed the situation better than when I was a child.

I started HD back in October 2004. My shunt had 
gone, and I had a second graft put in my upper right 
thigh, which was comfortable for me. I was on dialysis 
for 17 years.   

As a child, I missed a lot of school because of CKD. 
I feel that having CKD as a young child impacted my 
adult life and as a person. I was trying to get over a lot 
and I needed to re-focus. During my time on dialysis, I 
felt the need to help others in my situation.   

The rebel with a cause (TRWAC)  
I started volunteering at my local community radio 
station in Bristol and developed new skills. I also 
discovered the issues of blood and organ donation 
within the Black, Asian, and other minority ethnic 
groups. I am part of this community and I live with CKD;  
so why were people afraid?  

I wanted to raise awareness. This paved the way for 
me to set up my organisation called The Rebel With A 
Cause (TRWAC).   

It raises awareness, educates, and encourages people 
from my community and others to register for blood 
donation and let our loved ones know how we feel 
about organ donation. We attend other community 
organisations’ events and host a radio show. 

The rebel with a cause      
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“As a community, we As a community, we 

must learn to put the must learn to put the 

past aside and look after past aside and look after 

our communityour community““
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Members of the Guy’s 
transplant team in the 
operating theatre

The Peer Educators discuss health inequalities and 
interview doctors, nurses, transplant recipients and 
live donors on various topics.  

We were lucky to get funding from NHS Blood and 
Transplant (NHSBT), the African Health Policy 
Network and the Quartet Community Foundation. 
From April 2021 to March 2022, we ran a project called 
#ujimakeepthebeat to raise awareness of blood and 
organ donation. At one of our recent events, held at 
The Galleries in Bristol, we signed up 25 people to 
register for blood and organ donation - just by having a 
conversation!  

This is a slow process, but it is important to continue 
to raise awareness. In our local community, one of our 
Peer Educators speaks Arabic and she visits various 
community organisations to educate and answer 
questions, giving them the opportunity to digest the 
information and return to sign to up for blood and/or 
organ donation.  

Challenges of living with CKD in a Black 
African Caribbean community   
In my experience, there is a lot of mistrust of the NHS 
within my community. There are historical reasons for 
this, but these deep-rooted feelings are also down to 
experiences of racial discrimination.  

This is one of the most challenging aspects. I 
understand these feelings, but I also see that if I 
had that mentality of mistrust, I would not be alive 
today. As a community, we must learn to put the past 
aside and look after ourselves. We can no longer 

let our community suffer; this will not do our future 
generations any good. It is a waste of energy. I often 
say that when we are thinking about mistrust, we are 
only doing a disservice to our community - a lot of us 
are dying and undergoing unnecessary suffering.   

My future and past self   
After 17 years on dialysis, I was very lucky to get a call 
for my third transplant on 19 November 2021. I have 
been through many challenges, and I feel my past 
volunteering with Ujima radio has equipped me to co-
fund The Rebel With a Cause alongside my colleague 
Makeda. It is my biggest achievement. It is my pride 
and joy! 

If I could go back in time and talk to my nine-year-
old self, I would like to tell her not to blame herself 
for what’s happened. Stop carrying the burden of 
the unknown. I would like to show her what she has 
achieved. I am now stronger, more focused than ever 
before and driven to make a positive change!  

For more information on TRWAC  please visit  
www.trwac.org
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It’s back!   
Join us at the British  
Transplant Games 2022    

The Transplant Games are finally back! 
Taking place between 28-31 July in 
Leeds, preparations are well under way. 
We’d love you to join us as we welcome 
more than 850 athletes, all of whom 
have received a life-changing transplant, 
and over 1700 spectators from across 
the country. 
Kidney Care UK are proud to be a leading partner at 
the British Transplant Games, which has now been 
running for over 40 years. After being postponed for 
the past two years in light of Covid-19, this year is set 
to be the biggest and best year as more athletes come 
to participate, not only in the Games themselves, but 
to also pay tribute to their donors, medical teams and 
the thousands of nurses and NHS professionals who 
support them through their ongoing journey with a 
functioning transplant. After two years of not being 
able to get together, this is also a great opportunity 
for families and friends to meet and share their 
experiences and make new friends as they cheer on 
members of their family in over 100 challenge events.  

Kidney Care UK supporter, Eric Hale took part in 
the 2019 Transplant Games in Newport. Eric was 
diagnosed with chronic kidney disease (CKD) at three-
weeks old and received a transplant in 2018. Before his 
transplant, Eric’s kidney function was 9% and post-
transplant it was 47%, which he says, “has dramatically 
improved my quality of life for the last three years.” 

Eric took part in the archery, darts, ten pin bowling 
and ball throw and won a silver medal in the archery.  
“The Games were something I really enjoyed, and 
I would love to go back to future Games. It is an 
amazing experience!  

“I would also like to highlight how amazing the 
transplant team have been.  A brilliant bunch who has 
never left me out in the cold and always been there for 
me. There is always someone to talk to.” 

How you can get involved 
This year, Kidney Care UK will be there again as a 
partner and to support and engage with participants 
and their supporters.  

We’d love for you to join us. You can do this by walking 
or running in this year’s Donor Run or volunteering a 
couple of hours to support us as we look to cheer on 
athletes and engage with all of those there. For more 
information how to sign up and support Kidney Care 
UK, email fundraising@kidneycareuk.org

““ The Games were something I The Games were something I 
really enjoyed, and I would love to really enjoyed, and I would love to 
go back to future Games.  It is an go back to future Games.  It is an 
amazing experience!amazing experience!““  

http://kidneycareuk.org


Issue 17 | Summer  2022

29

A call out to all mums and dads!   

Learn to be kinder to yourself       
Take part in a free four-week 
Compassionate Mindful Resilience (CMR) 
programme. Working in partnership, 
Kidney Care UK, Queen’s University Belfast 
and MindfulnessUK are offering a free 
mindfulness programme developed by 
MindfulnessUK for people with Stage 4 or 
5 kidney disease or who have received a 
kidney transplant.   
Learning to enhance your overall wellbeing 
Learning to be kinder to yourself and build emotional 
resilience does not mean that you won’t experience 
stress or emotional upheaval. But you can learn the 
techniques you need to be able to work through 
emotional pain and develop skills to help you to cope 
with feelings of depression or anxiety, in order to 
enhance your overall wellbeing.   

This unique four-week CMR programme has been 
designed by MindfulnessUK and will be delivered in 
small virtual groups over a two-hour, weekly session 
using Microsoft teams. It will be taught by a qualified 
Mindfulness Teacher, who will talk with you before the 

course starts and complete an assessment to discuss 
your specific needs and make sure this course is right 
for you. As part of the course, you will be encouraged to 
practise mindfulness techniques for 10 minutes a day, 5 
days per week and keep a diary of your experiences. 

How to take part in the CMR programme 
For further information about the CMR programme 
and to register to take part please go to  
www.kidneycareuk.org/CMR-programme 

Please note that to take part you must be over 18 and live 
in the UK, with access to the internet via a smartphone, 
computer, or laptop. The programme is available to 
those living with stage 4 or 5 kidney disease or anyone 
who has received a kidney transplant. We do not 
recommend taking part in the study if you are currently 
participating in any other counselling or psychotherapy.

We know that many women with chronic kidney 
disease (CKD) would like to start a family with 
their partner, but may have been advised 
against becoming pregnant themselves for 
very sound medical reasons. For these 
women, there are really only three options 
left open to them: to accept a life and 
relationship without children, to consider 
adoption, or to enter into a surrogacy 
arrangement.  

We have already heard from several women 
with CKD who have successfully brought 
a baby or child into their family via these 
two routes, and would like to add to 
these wonderful and very moving 
experiences. Along with 
professional perspectives 
supporting the case 

for women with CKD to be approved 
for adoption and surrogacy, we 

would like to share more positive 
patient experiences, in the 
hope that we can start to see 

a reduction in the number of 
women (and men) being turned 

down for adoption on the basis of 
their kidney disease. 

If you or your partner have CKD and 
are happy to share your positive adoption 

or surrogacy experience, please make 
initial contact with us at  

info@kidneycareuk.org or call  
01420 541424.

Thank you!



Alport’s – running in  
the family  
Each variant of chronic kidney disease brings with it its own set of challenges. 
Living with a genetic condition like Alport Syndrome doesn’t affect just one 
person in the family. It can be passed down to younger generations, which 
adds another layer of anxiety. Patrick and his daughter Ailish suffer from 
Alport’s, but the whole family is affected.  

Patrick – the beginning  
The year was 2004, a cold December day. I 
remember I was in the hospital, waiting to be 
wheeled into the theatre. My feeling of anxiety 
and anticipation was all too familiar. These 
walls and corridors held memories. I had been 
here before, I walked in these corridors before, 
I had been through this before – this time it was 
my second transplant.  

It all started when I was 18 months old. My 
mum realised my colour was changing and the 
doctors diagnosed me with nephritis of the 
kidney. I didn’t need dialysis, so I continued to 
live my life.  

At 10 years old, I was struggling to hear in class 
and following a check-up, a kidney specialist 
diagnosed me with Alport’s syndrome. I was 
the youngest of four, and there was no family 
history of this disease.  

I continued to live my life and managed to get a 
job at the age of 16. I was very active and went 
on several holidays and enjoyed my life. I began 
to feel unwell in my late teens and had to start 
dialysis. I chose to do CAPD or continuous 
ambulatory peritoneal dialysis. I could do this 
from home, so it suited my lifestyle with work, 
playing football and socialising. A few years 
later, I had my first transplant, and I soon met 
my wife Kathy.  

As Alport’s is a genetic disease, we knew that 
we would have to see a genetic counsellor to 
determine how it would affect our children. 
After consultation we were told that a future 
daughter would be a carrier, but a future son 
would be okay. 

My daughter Ailish was born in 1999. My first 
transplant failed when she was only two. 
I became increasingly unwell and started 
dialysis. Then in 2004, there I was, back in the 
hospital again, for a second chance for a life 
free from dialysis. Even today, after 17 years, 
I never get complacent, I always worry about 
losing my transplant. I want to be here with my 
family as long as I can.  

Running in the family 
When Ailish was 12 months old she was 
diagnosed with Alport’s syndrome. I took this 
quite hard - living with CKD was challenging but 
I had learnt to deal with it. It was very difficult 
to accept my daughter also had it. As a father 
to my only daughter, I still continue to blame 
myself for passing this to her. It’s difficult not to.   

We always knew that one day Ailish would 
need a kidney. Kathy worked as a palliative care 
nurse for several years. My wife always knew 
that when the time came, she would be the 
only one who could donate. Kathy has always 
kept fit, she’s a runner and recently completed 
her 100th parkrun.  

Ailish’s story  
At the beginning of 2020, whilst briefly 
returning home from my year abroad in Spain 
at university, my kidney function suddenly 
dropped to 23%. That’s when I was told 
that I needed dialysis or a transplant. I was 
distraught to hear this news, nevertheless, 
I returned to Spain in 2020, determined to 
continue my year abroad, all the while mindful 
of my deteriorating health, but still feeling 
reasonably well.  

Things changed and the Covid-19 outbreak 
complicated things. I had to end my studies 

By Patrick and Ailish Healy 
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prematurely and leave Spain overnight. We were shielding 
at home, as both my dad and I are clinically vulnerable. It 
impacted my mental health and I struggled to cope with the 
news that I was facing a personal health crisis, while the world 
was going through a global one.  

The transplant 
In September 2020, my mum offered to donate, saying that 
she always knew that this day would come. I am incredibly 
fortunate that my mum offered her kidney to me, so willingly 
and without hesitation. She was a very good match, which I 
partly credit to her always looking after her health throughout 
her life. She’s always supported and cared for my dad and me 
throughout our health struggles.

The operation went ahead in November 2020. We both felt 
surprisingly calm on the morning of the operation; we found 
strength that grounded us in that difficult moment. 

Fortunately, my new kidney worked immediately, thanks to 
the faultless and exemplary care of the surgeons, doctors, 
and medical staff at University Hospital Coventry & 
Warwickshire. I was so surprised at how quickly I recovered 
from the surgery, as I was walking and moving normally within 
a week. I also noted how different I felt post-operation, as 
the progressive nature of the disease had masked how ill I 
had felt beforehand. I felt like a different person within days 
of receiving the kidney; I had more energy, my sense of taste 
returned, and I looked physically healthier. Of course, the 
recovery was incredibly arduous as the kidney was settling in, 
and I coped with side effects from the medication and initial 
blips in my blood results. 

The future 
Indeed, experiencing ill health has only increased my 
appreciation for life itself, and it helps me put life’s day-to-
day challenges into perspective. At one stage, I wasn’t sure 
if I would make it out to the other side. Now, as a healthy 
22-year-old, I look towards my future eagerly, all thanks to the 
sacrifice that my mum has made and the support from those 
around me.

For more information on Alport Syndrome 
or becoming a living donor please visit  
www.kidneycareuk.org/learn-more 
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““ My wife always knew My wife always knew 
that when the time came, that when the time came, 
she would be the only one she would be the only one 
who could donatewho could donate““  
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Five ways to 
raise funds 
without 
spending a 
penny 
This year we have seen the cost of 
living increase for us all, but these rises 
are more keenly felt by thousands of 
kidney patients and their families, many 
of whom are already facing financial 
hardship.  

When you’re struggling with your health, the additional 
pressures of trying to make ends meet and keep on 
top of your bills can feel impossible. Kidney Care UK is 
here to help.  

We provide practical, emotional, and financial support 
via our free patient services, such as free counselling 
and advocacy in your community, and campaigning for 
better support on behalf of those affected by kidney 
disease. But we can only meet the rising demand by 
raising more funds, thanks to your generosity. 

Below, we share five ways in which you can help 
without spending a penny.  

Donate your stamps, foreign 
currency, and old coins 

It’s easy and completely free, both to you and us.  
Whether you’re saving your stamps or collecting coins, 
all you need to do is request a Collector’s Pack via our 
website and we will send you everything you need. 
Since 2017, you have raised an amazing £13,500 – 
thank you! 

Declutter with iCollect Clothes 

Have that long overdue clear out and donate 
your unwanted items. Simply book a collection slot 

via www.icollectclothes.co.uk and then leave your 
package outside your door! You can donate more than 
clothes, too. A full list is shared on the iCollect website.  

In Celebration collections 

Are you celebrating a big occasion? Whether it’s 
your birthday, anniversary or Kidneyversary, set up 

a Facebook Fundraiser and ask all your family and 
friends to celebrate with you by making a donation to a 
cause that is close to your heart. Set up your page at 
www.facebook.com/kidneycareuk.org/  

Support as you shop   

You can support us every time you shop with 
Amazon - at no extra cost to you. Simply go to 

smile.amazon.co.uk and sign into your existing 
Amazon account, select Kidney Care UK and start 
shopping. Update your browser to go via  
smile.amazon.co.uk each time and you’ll never have 
to log in again.   

Donate your time and volunteer for us 

We would love your support, from cheering our 
runners at our cheer points to placing collection 

tins in your community. Your support makes a real 
difference and helps us help even more people who 
have been affected by kidney disease.  

Get in touch or visit  
www.kidneycareuk.org/get-involved to see all the 
ways you can support Kidney Care UK.  

Together we will ensure that no one faces kidney 
disease alone. 

Get involved!Get involved!
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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

   

Sisters Emily and 
Olivia who battled 
the weather and 
completed the 
Yorkshire Three Peaks 
in memory of their 
#KidneyWarrior 
Grandfather

Portsmouth Phoenix Cheerleading Team who organised a Bingo event and raised £615

The 15 
 # KidneyWarriors 

who completed 
the London 

Landmarks Half 
Marathon and 

raised more  
than £7k

Charlie 
Degale who 
ran 4 miles, 

every 4 hours 
for 48 hours in 
memory of his 

father

Olivia, Claire & 
Mark who took to 
the skies with a 
charity skydive 

The 20 
#KidneyWarriors 
who took on My 
Marathon, My 
Way. You raised 
over £1,800 and 
completed 28 
marathons! 

Betty Stewart 
BEM for her on 
- going support 
and generosity 
including a recent 
donation of £500
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From PatientView to Patients  
Know Best 
For nearly 20 years, people with kidney 
disease have been able to see the results of 
blood tests online via PatientView. However, 
this is now being switched to another 
platform called Patients Know Best (PKB). 
Why is this happening and what does it 
mean for kidney patients? 

One of the first patient-focused portals in the UK, 
PatientView supports people with kidney disease at over 
9 in 10 kidney units. Following a deal between the UK 
Kidney Association (UKKA; formerly the Renal Association) 
and PKB, kidney patients are now being switched from 
PatientView. A social enterprise, PKB is well established: it 
is the largest provider of personal health records in Europe 
and is currently contracted for over 12 million people in 
the UK. But, as kidney patients, we have got used to using 
PatientView and it has served us very well, so why change? 

Why switch? 
According to Retha Steenkamp, Head of Operations at the 
UKKA, the main reason for transferring from PatientView to 
Patients Know Best is to ensure the continuing security and 
privacy of kidney patients’ data. 

She explains: “PatientView has been around for a long time. It now needs a major 
overhaul (i.e. an upgrade to make use of more modern and secure technology) and a 
great deal of work to ensure that it can achieve the latest demanding criteria for data 
security. This would involve recruiting many more staff at the UK Renal Registry and it 
would be very costly. The technology underpinning the website is now obsolete and has 
an increasing number of potential security issues that need to be patched to keep the 
current site secure. 

“Even if PatientView were to be rebuilt and upgraded, there would be an increasing 
maintenance burden to ensure it was keeping ahead of cyber criminals, and this would be 
a huge commitment and demand on resources for the UK Renal Registry to do alone. This 
can be better offered by an independent company that has an excellent security set-up—
which is one of the reasons why we chose PKB.” 

PKB has achieved the highest security accreditation in holding ISO27001. This is the 
international standard for information security and is recognised worldwide as an 
indication of best practice when handling data. PKB also has UK National Cybersecurity 
Centre accreditation, which is similarly challenging for organisations to achieve. 

“It is important to highlight that all data flowing to PKB is end-to-end encrypted—just like 
WhatsApp. This means that PKB cannot access your data and cannot alter it. You are the 
only person who can see your data, though you can opt to share data with someone you 
nominate, such as a carer or clinician,” says Retha. 

You or a professional can add 

a carer to your record. 

Simply click ‘Add carer’ and 

complete the form. An 

invitation will then be sent to 

the carer's email address 

where they can accept the 

invitation by completing a 

form.

Add a carer
Using Patients Know Best

Home > Sharing > Friends/Family

Keep hold of any important 

paper letters or medical 

information safely in one 

place, for example, any 

hospital letters. 

Simply click 'Add File' to 

upload a digital copy here.

Files
Using Patients Know Best

Home > Files

Back to top
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A second reason why the UKKA chose PKB as a partner 
is that the platform offers patients and their kidney 
teams important enhancements in functionality. 
Examples include care planning, a symptom tracker, an 
appointments diary, a file of your important letters and 
additional data if the hospitals you attend, or your GP 
surgery, make use of PKB. 

“PKB is also proactive in looking for opportunities to 
develop other tools to support the kidney community. 
For example, PKB approached us after one of the UK 
kidney centres expressed an interest in developing 
a national nutrition survey. We believe it is an 
opportunity to do important research that will benefit 
patients,” adds Retha.  

How will we switch?  
You will not be able to see your data on the new 
system until your kidney unit has switched to PKB. Any 
previous data sent to PatientView, as well as your new 
data including test results, will be available in your PKB 
record once your kidney unit has been switched over. 

The transfer from PatientView to PKB started at the 
end of October 2021. By March 2022 all the English 
and most of the Irish centres had been migrated. The 
remaining centres, and the Welsh and Scottish centres, 
will be transferred over the next few months. 

Before switching, each kidney centre works with the UK 
Renal Registry to check all the email addresses of their 
patients who were registered on PatientView. After 
these email addresses have been validated, patients 
will be sent an email either from their kidney unit or 

from PKB inviting them to join the platform. If you are 
a patient in England, you will be able to sign into PKB 
using your NHS login. 

Retha explains: “While we continue to transition 
to the new platform, you can continue to use your 
PatientView account. We are going to run the two 
systems parallel for a while, but at some point, we will 
stop sending data to PatientView and the platform 
will no longer show your latest data. We will give renal 
centres plenty of notice, and the current plan is to stop 
the feed on a centre-by-centre basis.  

“Ultimately, however, we will remove PatientView 
as we will no longer be able to support the platform 
with security plugs and updates, and we expect this 
to happen towards the end of this year. Our aim 
throughout the transition to PKB is to keep your data 
secure,” she concludes. 

If you have any questions or feedback regarding your 
kidney unit’s switch from PatientView to PKB, please 
contact your unit’s PatientView Administrator or the 
PKB support team at help@patientsknowbest.com 

A message from the UK Renal Registry 
The UK Renal Registry acknowledges that the move 
from PatientView to PKB is a significant change that 
will take time to get used to. We have worked with PKB 
to produce the ‘Careplan’ that aims to group each 
patient’s key results to make them easier to view. There 
will be teething problems as the changeover happens, 
but we are working closely with PKB and kidney centres 
to resolve problems as quickly as possible.

To find out more about the  
switch from PatientView to  
Patients Know Best, visit  
www.kidneycareuk.org/learn-more
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“PKB is also proactive in PKB is also proactive in 
looking for opportunities to looking for opportunities to 
develop other tools to support develop other tools to support 
the kidney communitythe kidney community“ 
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Sailing away with first 
place in our photography 
competition
A huge thanks if you sent one of the many wonderful images submitted to our 
photography competition. We are still of the opinion that most of us just want to 
share photographs of our dogs – there were so many!   

Every entry was shared with one of our favourite professional photographers, 
Richard Booth (who, along with Maddy Warren is responsible for the exhibition 
‘Survivors: life unfiltered’ www.survivorslifeunfiltered.co.uk) and asked him to 
undertake the formidable task of selecting a winner and two runners-up.  

All three photographs are wonderful, but we especially love the personal inspiration 
these winners shared with us. They were so insightful and very moving indeed.   

Thank you! 

The winner
‘Getting my mojo back’    

This photo is of St Benet’s 
Abbey, Norfolk Broads. 

Before being diagnosed 
with chronic kidney 

disease  (CKD) I loved 
walking around taking 

photos. CKD robbed me 
of that because I was 

so tired and exhausted. 
I started dialysis in 

February this year – three 
times a week at the 

Norfolk Kidney Centre in 
Norwich - and already feel 

that I am getting my mojo 
back. I have even been 

able to get out and start 
doing some photography 

again. This photo gives me 
hope that there is a better 
day coming when I can do 

the things I dearly love. 

Winning photograph by
Dave Montgomery
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Joint Runner-up 
 ‘Romantic’  This photograph was taken 
on a beautiful summer’s evening in 2021 
in Aberystwyth. The couple sat there 
enjoying the sunset and discussing 
their life together. It was very romantic!  
I am currently receiving dialysis at 
Aberystwyth. I have been on the kidney 
transplant waiting list for two years. I 
want to give a huge thank-you to all the 
staff at the Padarn dialysis unit for their 
continued dedication, help and support.  

 

Joint Runner-up ‘New start’  I am a kidney transplant patient. This 
photograph makes me smile as it represents a new start with my wife.  
This photograph was taken at Ingleton Waterfalls in the Lake District. 

Joint runner-up 
photograph by  
Coco Mill  

Joint runner-up 
photograph by 

Mark Ryan 



 

Have a great holiday in the stunning Lake District and let Lakeland Dialysis cater for all your haemodialysis 
needs in a relaxed and professional atmosphere. 
 
Situated in the Western Lake District, adjacent to the market town of 
Cockermouth we have been specialists in holiday dialysis since 2004. 
 
Regulated by the Care Quality Commission we pride ourselves in offering: 
personal and professional care, individual appointment times, disabled 
parking and ground floor access. 
 
Treatment costs are met by the NHS 

For a booking enquiry or more information please contact  
David on 01900 822 888   e-mail info@lakelanddialysis.co.uk 
or look at our website www.lakelanddialysis.co.uk where you can 
access patient recommended accommodation as well as details of our 
own 4-6 berth static caravan which is situated on a quiet local park and 
available to book for patients visiting the clinic.  
 

 Lakeland Dialysis Ltd. Unit 7E, Lakeland Business Park, Lamplugh Road, Cockermouth, Cumbria CA13 0QT 

…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.

www.kidneycareuk.org
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For the three million people living with chronic kidney 
disease, the cost of living increases will be especially 
difficult. This crisis is hitting the most vulnerable, 
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. 

Supporting our 
community in crisis

Please consider making a regular 
monthly donation to help Kidney 
Care UK meet the rising demand 
for immediate support.

Your donation will ensure those 
affected by kidney disease do 
not feel priced out of existence.

Sign up for your free copy  
of Kidney Matters!
Please complete the attached form  
and send it to us (you do not have  
to make a donation) or sign up via  
www.kidneycareUK/sign-up  

We provide 
£300 grants 

for unexpected 
household costs.  

In 2021, we 
supported 

1,191 people. 

Supporting 
the emotional 

wellbeing of our 
community, we 

have already seen 
a 20% increase in 
demand for 2022.

Our advocacy 
service provides 
direct practical 

support to more 
than 2,600  

patients and their 
families every year. 

We have extensive 
resources and 

information 
offering  practical 

advice, tips and 
support to help our 
community through 
whatever challenges 

they face.

We campaign 
tirelessly to 

improve outcomes 
and equality for 
our community.

Financial  
support 

Free specialist 
counselling

Advocacy and 
welfare support

Patient 
information

Campaigning

Kidney Care UK are here to help

With your support, we can continue to meet demand  
and support everyone affected by kidney disease.  

Rising fuel prices 
mean the average 
bills will increase 

by a third

Scan to 
donate or 
go online

www.kidneycareuk.org/priced-out
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Full Name

Phone

Email

Address

Stay in touch 
We want to be sure we contact you about the things you 
are interested in and in the way that you have requested. 

What information would you like to receive from us?

    Latest news and updates from Kidney Care UK

    Our free quarterly magazine, Kidney Matters

    How you can support Kidney Care UK

How would you like us to contact you?  

     Post          Email          Phone

You can change your preferences at any time by emailing 
info@kidneycare.org.uk or calling 01420 541424.

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 kidneycareuk.org/privacy.

Gift Aid 
If you are a UK taxpayer, we can receive 
an extra 25p for every £1 you donate –  
at no extra cost to you. 

     I would like Kidney Care UK to reclaim tax on my 
donation and any donations I make in the

future or have made in the past 4 years. I am a UK 
taxpayer and understand that if I pay less Income Tax 
and/or Capital Gains Tax than the amount of Gift Aid 
claimed on all my donations in that tax year it is my 
responsibility to pay any difference.

Date

Instruction to your Bank/Building society  

I would like to donate  £   per month.  

 I would like my direct debit to start on the 

  1st or the    15th of the month

Please pay Charities Aid Foundation Direct Debits from 
the account detailed in this instruction subject to the 
safeguards assured by the Direct Debit Guarantee. I 
understand that this instruction may remain with the 
Charities Aid Foundation and, if so, details will be passed 
electronically to my Bank/Building Society.

Service User Number - 6 9 1 2 1 3 CAF,  
Kings Hill, West Mailing, Kent ME19 4TA

Account No:                        

Sort code:           /                 /           

Name(s) of account holder(s) 

Signature

The Direct Debit Guarantee
We trust the Charities Aid Foundation to  
collect Direct Debits on our behalf. They provide 
a secure and cost-effective service to charities and donors. Funds raised 
will be used in accordance with the aims of the charity as set out in its 
governing documents, namely to improve life for kidney patients and 
their families. This Guarantee is offered by all banks and building societies 
that accept instructions to pay Direct Debits. If there are any changes to 
the amount, date or frequency of your Direct Debit Kidney Care UK will 
notify you 10 working days in advance of your account being debited or 
as otherwise agreed. If you request Kidney Care UK to collect a payment, 
confirmation of the amount and date will be given to you at the time of the 
request. If an error is made in the payment of your Direct Debit, by Kidney 
Care UK or your bank or building society, you are entitled to a full and 
immediate refund of the amount paid from your bank or building society.  
If you receive a refund you are not entitled to, you must pay it back when 
Kidney Care UK asks you to. You can cancel a Direct Debit at any time by 
simply contacting your bank or building society. Written confirmation may 
be required. Please also notify us.



Your promise will ensure no one faces kidney disease alone.
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 will make 
sure that our vital support services are available for years to come.

© Kidney Care UK 2021. Kidney Care UK is the operating name of the British Kidney Patient 
Association. A charitable company limited by guarantee. Registered in England and Wales 
(1228114). A charity registered in England and Wales (270288), and Scotland (SCO48198).  

Get in touch to find out more 
www.kidneycareuk.org/promise 
01420 541424  |  info@kidneycareuk.org

A gift in your will is 
a promise to care

kidneycareuk.org @kidneycareuk @kidneycareuk
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Please consider a regular 
monthly donation. 

Your kindness will help us meet 
the rising demand for immediate 
support at a time when it is more 
critical than ever. 

With your help, we can 
ensure no-one faces  
kidney disease alone. 
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