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We’re here for all kidney patients – 
now more than ever 
We are delighted to report that, in 2019, we were able to reach 
and support even more patients and families than ever before. 
This progress can be seen in all areas of our work: through our 
direct patient support services, our partnership work with health 
professionals and the kidney community to improve the quality 
of care, and through our continuous efforts to raise awareness 
of kidney disease and campaign for change at a national level.

Living with kidney disease doesn’t get any easier for patients. 
With the numbers of patients increasing every year, the 
ongoing lack of universal psychosocial support, continued 
cuts in benefits and Brexit worries over travel and the 
supply of medicines, 2019 saw even greater demand on our 
resources. Thanks to the wonderful people who support the 
Charity – our staff, volunteers and fundraisers – we were able 
to rise to the challenge.

We began putting this report together at the height of 
the coronavirus lockdown of 2020. The impact that this 
pandemic has had on kidney patients and their families has 
been something we could never have predicted. The social 
distancing rules have also highlighted to our supporters just 
how much kidney patients have to endure – staying indoors, 
keeping their distance from family and friends, being unable 
to work – and this has underlined for us how important it is 
that our charity is there for every kidney patient. 

You are likely to be reading this whilst coronavirus continues 
to impact on us all. If you are struggling, please get in touch. 
We’re here for you, more than ever.

Professor Donal O’Donoghue OBE, BSc, MBChB, FRCP 
Chair of Trustees

With even greater demand for our services, we are 
rising to the challenge.

Cover: Dela Idowu and Haley Trim-Jones helping resident chef Paul Ripley to 
create Caribbean influenced recipes for our new Kidney Kitchen.
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£1.5m 
spent on direct  

personal support

£55,000 
awarded in  

hardship grants  
(up 130% year on year)

16,000 
patients views put at 
the heart of service 

improvements

80,000 
leaflets distributed  

to 139 units 

70% 
more units sharing  

our leaflets

We provide information, advice and support 
that makes a difference 
A diagnosis of kidney disease can be devastating for the estimated 3 million  
people affected. At Kidney Care UK we know that they need far more support  
than just caring for their physical health.

That’s why we are here, to offer a listening ear, provide 
information and advice and deliver the practical and 
financial assistance they need. So everyone has the 
support that’s right for them and no-one has to face 
kidney disease alone.  

In 2019 we were busier than ever, helping, supporting 
and making a difference:

We expanded our support services to the point 
that we were able to reach more than 200 
kidney patients a week, providing everything from 
counselling and emotional support to practical help 
and financial assistance.

We increased the amount we awarded in 
hardship grants to patients in urgent need by 
more than 130% (from £22,345 to £54,897), which 
shows how critical our support is to a huge number of 
patients when they have nowhere left to turn.

We worked with the British Dietetic Association 
Renal Specialist Group (BDA RNG) to launch 
the Kidney Kitchen; producing a collection of 
inspirational recipes and reliable resources with the 
aim of restoring patients’ confidence and enjoyment 
in their food.

We provided financial support to 40 separate 
renal units and funded work that helped more 
than 8,000 renal patients, in several cases  
working in partnership with the local Kidney  
Patient Associations. 

After years of active campaigning, we were 
delighted to see the new ‘opt out’ system for 
organ donation (Max and Keira’s Law) is now 
active in England, which has the potential to save 
hundreds of lives. 

Working with the Renal Association, we continued 
to ensure that we puts patients’ views at the 
heart of service improvements as more than 
16,000 patients completed our national Patient 
Reported Experience Measure Survey (PREM) – the 
highest number to date.  

Thanks to the work of Kidney Care UK, Healthwatch 
England and Age UK, NHS England announced a 
formal review of patient transport services with the 
three organisations as partners. 

You will find more details on these highlights and other 
news on the following pages. Thank you as always for 
reading our report and for the interest you continue 
to show in Kidney Care UK. Our work is made possible 
by your support.

Paul Bristow 
Chief Executive

 How we make a difference

We provide  
personal, in-depth 

support to over 

200 people  
affected by kidney 

disease every  
week 

44% 
increase in patients 

supported through our 
counselling service 

9,000 
Facebook support  

group members 

46% 
increase in patients 

supported by our 
advocacy service

We increased our hardship 
grants by 130% in 2019

We offer critical support 
to patients with nowhere  
left to turn.
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Our advocacy, counselling, information 
and support services are a vital safety net
Over the last year the demand for all of our patient 
services increased dramatically. Calls to the charity 
increased by 10% and requests for our counselling 
and advocacy services increased by 44% and 46% 
respectively. We also experienced a 51% increase in 
orders for our leaflets from hospital units. In total 
we spent £1.5m on direct, personal support for 
kidney patients. 

Our National Advocacy Service provides advice and 
guidance on a range of non-medical issues to support 
patients on their treatment journey. This includes 
representing patients who need help with navigating 
the health and social care systems and signposting 
patients to our many other services.

In 2019, our Advocacy Officers assisted more than 
2,700 patients, families and carers. This represents 
a 46% increase on 2018, with 867 more individuals 
(and their families) being helped with personal, 
in-depth support. 

Many of the patients who reach out to us are struggling 
financially and need our help with tackling the benefits 
system. To address this pressing need, we launched 
a pilot Welfare and Benefits Health Check Service, 
delivered in partnership with Auriga Services, to ensure 
that patients and their families are able to access the 
benefits they are entitled to. 

This service now covers the whole of the UK. In 2019 
the service handled more than 400 referrals, carried 
out 191 benefits checks and identified a grand total 
of £429,137 in potential additional funding due to 
110 patients.

Our counselling service provides a vital safety net for 
those who are unable to access emotional support 
through their local health teams. We supported 419 
people in 2019 (a 44% increase on the previous 
year) and delivered over 600 counselling sessions
to patients who were struggling to take back 
control of their lives.

We also continued to invest in expanding patient 
access to emotional support therapies through our 
grants programme. Over the course of the year we 
provided over £100,000 of funding to pay for seven 
posts, including counsellors, psychologists and young 
adult/youth workers.

‘ Thanks to Kidney Care UK 
I can face the future with 
determination’ 

Gillian’s story
Single mum Gillian was juggling part-time work, looking after her 
son and dealing with chronic kidney disease. When her health 
started deteriorating rapidly she relied on benefits to help 
make ends meet – so she was very shocked when she heard her 
payments were being stopped!

After speaking to Lynne, a Kidney Care UK Advocacy Officer, 
Gillian discovered that not only could she appeal the decision but 
that there was plenty more help available. Now, thanks to Lynne’s 
guidance, Gillian has the right level of care and mobility support 
for her needs. Lynne also introduced Gillian’s 14 year old son, Kerr, 
to one of our Young Carers Support Groups, so he can meet up 
and have days out with others in similar situations.

Gillian says, ‘It’s hard to put into words how relieved I am that 
I found Kidney Care UK. Lynne totally related to my situation 
and understood all the parts that make day-to-day living such 
a struggle. I will be starting dialysis soon and I know that life will 
change again but thanks to Kidney Care UK being there with me, 
I can face the future with determination.’

We’ve identified

Over £400,000
in unclaimed benefits 

for 110 patients
  

191
benefits checks carried out

In 2019 we supported 

419 people and delivered 
600+ counselling sessions

More than 2,700
people supported 
by our Advocacy Officers
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We provide the reliable information 
that patients desperately need, 
wherever and however they need it 
We know how important it is for patients to be able 
to access clear and accurate information on their 
condition, whenever they need it and however they 
prefer to receive it. Understanding what you are 
dealing with can make all the difference to a patient’s 
care experience. Kidney Care UK publishes a range 
of informative leaflets that are available in print or 
as digital downloads. We also run several social 
media channels so we can provide information 
and support online.

Our Social Media presence across different channels 
also allows us to provide information and support to 
a wider audience.

We added even more patient advice leaflets to 
the range, taking the total number available to 63. 
Our leaflets cover all kinds of topics ranging from 
managing symptoms to living well with kidney disease.

The number of hospitals and units across the UK 
offering our leaflets also increased. 

In total we distributed 80,000 printed leaflets
(up 296% on the previous year) to 139 individual 
locations (a 70% increase on figures for 2018). 

During 2019 our website audience grew by 77%,
with over 450,000 page views of our patient 
information and more than 72,000 downloads. 

Our social media channels have also grown 
significantly, with our number of followers on Twitter 
up 41%, Facebook 59% and Instagram 241%. 

Our Facebook support group continues to thrive, 
providing an online space for the kidney community, 
patients and carers to share posts and experiences. 
By the end of 2019 the group had increased its 
membership to nearly 9,000 members.

Our Facebook group provides a 
place for the kidney community 
to come together and share their 
experiences.

Put a lid on it! 
Distributing 
lifesaving devices
Most kidney dialysis patients have a surgically created 
arteriovenous fistula (AV fistula) or arteriovenous 
graft (AV graft) in their wrist or forearm to provide 
easy and reliable access to their bloodstream 
during treatment. 

The very nature of the fistula/graft means there is 
a small risk of bleeding from the opening and, if this 
bleeding is not controlled, it could be life threatening. 

Kidney Care UK worked in partnership with the 
Vascular Access Society of Britain & Ireland 
(VASBI), the British Renal Society (BRS) and Wessex 
Kidney Centre to distribute 5,000 key rings with 
emergency fistula caps to dialysis patients
around the country as part of our ‘Put a lid on it!’ 
campaign. These fistula cap keyrings provide a 
potentially lifesaving solution for fistula bleeds and 
have been extremely well received by patients.

We’ve had over

450,000
page views of our online 

patient information 
during 2019

  

We now have 63 printed leaflets and booklets 
available for patients and healthcare 
professionals, 41 of which are produced in 
partnership with the Renal Association. Not 
surprisingly, the most requested titles (as printed 
copies and digital downloads) relate to general 
information on chronic kidney disease, typical 
treatment and dietary advice. 

These are the Top 5 leaflets that were ordered 
by hospitals and units in 2019.

63
printed leaflets 

and booklets 
available
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Ready, Steady, Cook! 
 The Kidney Kitchen 
As the UK’s leading kidney patient support charity, 
the one topic we are asked about more than any 
other is what food is suitable for a renal-friendly diet. 
In June last year we tackled the challenge head on 
by launching the Kidney Kitchen, a brand new online 
resource that provides reliable advice and plenty of 
friendly encouragement for anyone who is preparing 
food for someone with a kidney condition. 

We worked with the British Dietetic Association Renal 
Specialist Group (BDA RNG) and Paul Ripley, our newly-
appointed chef, to develop a range of kidney-friendly 
recipes that can be enjoyed by the whole family. 

The Kidney Kitchen project was endorsed from its 
launch in June by the Cornwall-based and two-
Michelin-starred celebrity chef Nathan Outlaw. 

In November Nathan joined us in the kitchen and 
watched as we prepared one of the dishes that he 
had created for us – an event that was reported on 
BBC Spotlight, the main evening news programme 
for the south of England. We were also joined by Dela 
Idowu, the founder of Gift of Living Donation (GOLD) 
and Haley Trim-Jones, a talented chef and kidney 
patient herself, and together they helped us create 
some delicious Caribbean influenced recipes. (You 
can tell how much everyone enjoyed themselves by 
the smiling faces on the front cover of this report!).

Since its launch, the Kidney Kitchen website has had 
over 65,000 page views. The individual recipe pages 
have had 10,000 hits between them, and our recipe 
cards have been downloaded 850 times. We have also 
uploaded videos showing many of the Kidney Kitchen 
recipes being created to the Kidney Care UK YouTube 
channel and this new content has attracted more than 
3,200 views and had nearly 130 hours of watch time.

‘ I love finding new recipes  
that not only taste great  
but are also good for  
my health’

Rob’s story
When Rob was told that he needed an immediate blood 
transfusion and that his kidney function was extremely 
low he knew that his health condition had reached a 
critical point – and that he would need to change his 
diet to improve his health. 

‘Once I’d been on dialysis for a few months I began to 
realise that the food that I ate was having a serious 
impact on my health. I really struggled to keep my 
potassium levels low, so I was really pleased to find 
Kidney Kitchen via the Kidney Care UK Twitter feed.

My fiancé Ellie and our six year old daughter Phoebe 
are now trying loads of foods that we have never had 
before, including a delicious Greek lamb orzo dish that 
immediately became a family favourite. We’ve also 
cooked the chicken stuffed with roasted red peppers 
and Nathan Outlaw’s sea bass recipe. I’m really into 
my cooking and I love finding new recipes that not only 
taste great but are also good for my health. Each recipe is 
simple to follow and I know they’re all going to be good for 
me which is vital when I’m trying to look after my kidneys.’

Kidney Kitchen Calendar  
Twelve of the most popular recipes were used  
in the 2019 Kidney Kitchen Calendar, raising 
additional funds for Kidney Care UK.

‘ The work that’s being done by Kidney 
Care UK in the Kidney Kitchen is crucial.’

Nathan Outlaw 
Chef, restaurateur, author and presenter

4,050
Watched Kidney Kitchen on 

YouTube or downloaded  
recipe cards

The 3 most popular recipes (so far!)
- Shepherd’s Pie
- Salmon & Coriander Salad
- Spicy Beef Stir Fry

 In focus

The Kidney  
Kitchen website

65,000
page views since 

its launch  
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A small financial boost from us can make 
such a difference, in so many different ways
Every patient has very individual circumstances and 
needs, and sometimes a small financial boost is all it 
takes to make a huge difference in their lives. In 2019 
we continued to offer discretionary grants to help a 
large number of patients deal with their own financial 
challenges. From helping to pay for a mobility scooter 
to give someone back their independence, to funding 
a training course that would help a patient back into 
work, our grants are helping to improve lives every day. 

This is 7% less than we paid out in 2018 because we 
received fewer requests for holiday grants due to the 
uncertainty over Brexit and whether the NHS would 
continue to pay for dialysis treatment overseas. That 
said, requests for hardship grants (for patients in urgent 
need) actually went up by more than 130% year on year, 
from 99 individual grants totalling £22,345 in 2018 to 
229 requests for grants totalling £54,897 in 2019.

We also continued to fund the Kidney Care UK Dialysis 
Freedom service, which makes it easier for patients to 
access dialysis away from their normal base in the UK.

In 2019, 1,001 people asked us for help with booking 
a short break in the UK, compared to 787 in 2018 (an 
increase of 27%). We were able to help 564 of these 
to have a UK break, which was quite a challenge 
because many UK dialysis units were operating 
at full capacity.  

Philip’s story
When Philip was diagnosed with renal disease he found it 
hard to accept the impact that this would have on his health 
and continued playing rugby and the other sports he loved. 
Eventually he was forced to retire from his job with the Royal 
Mail on medical grounds – and money soon became very tight. 
We gave Philip a grant to help him buy a specially adapted car 
that he can travel in and retain some independence. He is 
unable to drive himself due to a heart condition and seizures, 
but his son and partner now take turns at driving hundreds of 
miles a week to take Philip to dialysis.

Philip says, ‘I wish I’d been a bit more knowledgeable at the 
time of diagnosis. At the beginning I didn’t treat it with the 
respect I should have. Once it became clear that I really 
needed to take it seriously, the true impact hit me. Kidney 
Care UK has been there for me and my family and being able 
to use the grant as a down-payment on a specially adapted 
Motability car has meant the world to us’.

Sonia’s story
Sonia had been given the all-clear by her oncologist who had 
been treating her breast cancer, so she was disappointed 
to find that she still felt unwell, many months later. Back at 
the hospital they discovered that Sonia’s kidneys were only 
working at 5% and she was weeks away from full kidney failure. 
She was immediately started on dialysis and her life changed 
again, forever. 

Sonia first heard about Kidney Care UK during one of her 
dialysis sessions at Bolton Hospital. She successfully applied 
for one of our small holiday grants and used it to go with her 
daughter Akesha on a much-needed weekend spa break. 
We were also able to give Sonia the money to buy a new 
pair of purple glasses, which she absolutely loves.

As Sonia says, ‘I’m not really a holiday person but boy did I 
need a little pampering. The weekend away was just amazing 
and I’m just so grateful to Kidney Care UK for their support. 
The charity has made such a difference to me. I can see 
better, I’m extremely happy and I feel very fortunate.’

‘ Your grant has meant 
the world to us’

‘ I can see better, I’m 
extremely happy and 
I feel very fortunate’

‘Giving up 
a job I loved felt 

heart-breaking, but kidney 
disease took hold and I just couldn’t 

work and do dialysis. Thanks to Kidney 
Care UK I’ve received money for a new 

stair carpet. The wind used to howl through 
making me shake with cold. Now my new 
carpet keeps me snug all year round. It’s 

been a tough journey, but I can’t 
thank everyone enough.’

Liz

‘ I can see better, I’m Requests for hardship grants (for 
patients in urgent need) went up 
by more than 130% year on year

Over the year we’ve 
provided grants to 

1,419 patients
and distributed a total of £794,474

In 2019 we spent 

£368,377
helping 951 individuals and their 

families to have a much needed holiday 
or respite break which included 

time away to meet up with 
friends or attend a family 

celebration.
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We help to improve local healthcare  
services so that patients can  
be better supported 
We know there is considerable variation in kidney 
patient care and outcomes across the UK, and every 
hospital has its own particular challenges and needs. 
Our hospital improvement grants are used to help 
address these local improvement needs and to drive 
new and innovative ways of supporting patients. 

In 2019 we provided financial support to 40 separate 
renal units and funded work that helped more than 
8,000 renal patients, in several cases working in 
partnership with the local Kidney Patient Associations. 

Over the course of the year we invested £425,569 in 
grants to improve patient care and at the end of 2019 
our ongoing commitments (as we fund projects over 
a number of years) totalled £1,093,857.

We continued with  
our ‘seed funding’ model  
which involves Kidney Care UK  
paying to support local roles while  
the business case is made for permanent NHS funding. 

Forging partnerships 
We like to form strong relationships with local Kidney 
Patient Associations (KPAs) as this improves our ability 
to identify and support local patient needs. In 2019 
we spent more than £13,000 on partnership projects 
with KPAs, which included working with the Wessex 
KPA to fund a Youth Worker in Southampton, buying a 
handheld ultra-sound scanner with Northampton KPA 
and funding a holiday caravan with Dudley KPA.

Financial support in 2019 

40 
separate  

renal units 
supported

£425k+
invested in  

grants to improve 
patient care

8,000
renal patients 

helped through 
funded work

£1m+ 
total of  
ongoing 

commitments

Spent  
a total of

£166,499
on seed funding  

in 2019  

We are empowering patients to take a more 
active role in their own care, which leads  
to more positive care outcomes
Promoting independence 
Evidence shows that renal patients who take an 
active role in their own haemodialysis care like the 
fact that they are taking back some control, which 
leads to greater independence and positive care 
outcomes. Many outpatient haemodialysis units now 
offer patients the chance to participate in aspects of 
their treatment, from simply taking their own blood 
pressure to managing the dialysis itself. The patients 
need plenty of training and support to start with, and 
a national Shared Care Training Scheme has been 
developed to give healthcare professionals the skills 
they need to empower their patients. In 2019 we 
continued to work with and help fund this important 
scheme. The four-day course is now officially 
accredited by the Royal College of Nurses and, last 
year, 70 more healthcare professionals received the 
necessary training to improve shared care delivery in 
37 Trusts, bringing the total number to 660 since the 
scheme began. We also built on our programme of 
home therapy roadshows with the launch of ‘DAYlife’, a 
national home therapies quality improvement project. 

This project was delivered through a three-way 
funding model with the professional associations and  
industry and gives more patients the choice to dialyse 
at home  and so have more control of their lives.

Improving engagement 
In 2019 we delivered our annual National Patient 
Reported Experience Measure Survey (PREM) in 
partnership with the Renal Association and received 
16,000 responses – our highest ever number of replies. 
We were also one of the main founders and funders 
of a new collaboration called the Kidney Patient 
Involvement Network (KPIN). This collaboration  

of charities, organisations and patients is committed 
to improving the quality and quantity of patient 
involvement and engagement and works to improve 
standards and develop patient leaders of the future.

We also extended our funding for the Kidney Quality 
Improvement Programme (KQuIP) and have been 
working together with healthcare professionals and 
patients to develop, support and share improvements 
in kidney services.

‘For many involved this  
is a passion and without the 

continued support would not have 
come to fruition. We are particularly 
grateful to Kidney Care UK for their 

additional forethought and financial 
support, without which we would not  

be where we are now.’

Andy Henwood 
Patient Co-Chair, KPIN

‘Thanks to this  
grant the renal community  
is growing its capability to  

embed quality improvement into 
everyday practice and improving 

the experience  of kidney  
patients across the UK’

KQuIP Programme  
Manager

Almost three quarters (73%) of the roles that 
we seed fund through our hospital grants 
programme are then taken on by the Trust 
after they were able to prove the value of the 
role and the impact it had on patient care.
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Giving young people the skills they need to 
cope with the challenges of kidney disease
One of the key priorities of Kidney Care UK is to find 
appropriate ways to support and care for the needs 
of younger renal patients. For example, we organise 
day trips and weekends away to give young patients 
the time and space they need to relax away from the 
pressures of their treatment schedules and draw 
strength from their shared experiences. We have 
also set up an innovative scheme that helps younger 
patients to develop the skills they need to cope with 
the particular difficulties that life has thrown at them.

In 2019 we invested more than £45,000 in activities 
for young people and supported 114 young adults 
and children in total. These events included three 
organised trips (arranged with one of the local 
hospitals) and our national residential weekend. 

The residential weekend is an annual event funded by 
the Robin Eady Fellowship and run in conjunction with 
young adults and youth workers from across the UK.

We also played a key role in the annual British 
Transplant Games, as a main sponsor and through 
our funding support for many of the participants. 

Research has shown that 31% of children and young 
people with kidney failure have mental health issues, 
compared to 15% of the same age group in the general 
population.  Last year we co-funded a significant project 
in partnership with the Big Lottery that aims to counter 
the social isolation, anxiety and low self-esteem that is 
so commonly experienced by younger patients. The 
Patient Empowerment Esteem Employability and 
Resilience (PEEER) project is based at Southampton 
Children’s Hospital and brings together young people 
aged 11–18 years to participate in activities and 
workshops that promote self-esteem, provide a peer 
support group and help to reduce the sense of isolation. 

The monthly sessions involve a wide range of 
activities including rock-climbing, cookery sessions, 
digital skills at Bournemouth University, football 
matches and conservation work with the Forestry 
Commission. Over the past ten months, 142 young 
people and 30 parents have attended and the 
feedback from the youngsters has been excellent. 
All have said that they socialised with their peers, 
they felt less isolated, more confident and that their 
mood had been improved. 

Our workshops promote self-
esteem, provide a peer support 
group and help to reduce the 
sense of isolation.

‘ I have grown so much in confidence since 
coming on the days out! Before I was 
painfully shy now sometimes I won’t shut 
up! I even posted a video of me singing 
the other week to Facebook…something 
I would never ever do!  Thank you!’
15 year old kidney patient 

In 2019 we invested 
more than

£45,000
in activities for young 

people 

Over 95%
reported that they felt more 
energetic and ‘good’ about 
themselves.

8
peer 

supporters

62
young 
adults

10
health care 

professionals

Who took part in this years residential weekend?
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1/4 of teams  
were funded by 
Kidney Care UK  
to enable them  

to compete

The annual British Transplant Games give transplanted 
patients of all ages the chance to engage in some 
friendly competition while recognising the gift of 
life they have received from donors and the talent 
and dedication of the doctors and nurses who 
have helped them along the way. While most of the 
patients will have undergone organ transplant surgery 
of some kind, such as a heart, lung or liver transplant, 
kidney patients are particularly well represented, with 
around 60% of competitors in the 2019 Games being 
either kidney recipients or on dialysis.

The 42nd British Transplant Games were held in the 
Welsh city of Newport from 25-28 July 2019 and 
attended by over 1,000 transplant athletes (including 
300 children), more than 1,800 supporters and 
over 300 volunteers. More than 20 individual events 
were held over the four-day extravaganza, which 
was great fun for everyone involved, from beginning 
to end. This really shows how much of an impact 
organ donation and transplantation can have – and 
demonstrates that it is possible to enjoy an active life 
after transplant surgery.

As well as being  
one of the main  
sponsors of the annual  
event, Kidney Care UK also  
provides grants to help teams take part. Last year 
we provided £42,000 in funding to enable 14 hospital 
teams to compete, which works out at around a 
quarter of teams being supported by us.

The youngest competitor was Mia Mifsud, who won 
huge applause (and stole everyone’s heart) when 
she crossed the finish line in the 25 metre race for 
under 5s. At just three years old, Mia has not only had 
an organ transplant, she has also suffered through 
five bouts of sepsis and only took her first steps a 
few weeks before the Games. Her resilience and 
determination are absolutely inspirational.

It was such a hot weekend that we decided to give the 
competitors somewhere that they could go to have 
a bit of mindful time out, away from the action. We 
set up a giant ‘Live Life to the Full’ colouring wall at 
our stand so that people could stop by and colour in 
a section before they headed back into the thick of it. 
So many competitors, young and old, contributed to 
the wall and we loved the finished result, which is now 
hanging in our offices.

1,800+
supporters

1,000+
athletes

300+
volunteers

On your marks, get set, go! 
British Transplant Games

Last year we provided

£42,000
to enable  14 hospital  

teams to compete 

The British Transplant Games 
give everyone the chance to get 
together as a community and 
share an exciting experience.

 In focus
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Transport
Many renal patients rely on NHS funded patient 
transport to get them to and from their hospital and 
dialysis appointments. According to the feedback we 
receive, the quality and reliability of patient transport 
is a serious concern to patients and poor services 
have a major impact on their quality of life.  

In 2019 our Transport Working Group, which we 
jointly chair with the Renal Association, unveiled 
its long awaited report ‘Finding our way together’ 
at the UK Kidney Week conference in June. This 
report included proposals for a set of guidelines and 
standards that should be adopted by all transport 
commissioners, which received plenty of supportive 
feedback from both the Care Quality Commission 
and patients themselves. 

At around the same time, Age UK were working on a 
similar report and Healthwatch England were having 
a national conversation about patient transport 
with their communities and Clinical Commissioning 
Groups (CCGs). All three initiatives have now come 
together with Kidney Care UK working alongside Age 
UK and Healthwatch England to produce a more 
detailed report, ‘There and Back’, which will draw 
a fuller picture of patient transport and travel.

Campaigning for 
change and a 
better future for 
kidney patients
As a national charity one of our key roles has been to 
raise awareness of kidney disease at the highest level, 
keep it firmly on the political agenda and influence 
policies that affect kidney patients across the UK. 

Organ Donation 
In fact this has been a main part of our mission 
ever since 1971, when our founder Elizabeth Ward 
enocuraged the then Secretary of State for Health, 
Sir Keith Joseph, to introduce the Kidney Donor Card. 
The Donor Card scheme was expanded ten years 
later to include all organs, rather than just kidneys, 
but on the same ‘opt in’ basis. In more recent years 
we have been campaigning for an ‘opt out’ system, 
under which individuals are presumed to consent 
to organ donation unless they say otherwise.  We 
were therefore delighted that, after all the hard work, 
the Organ Donation (Deemed Consent) Bill passed 
through Parliament, received Royal Assent and 
became Max and Keira’s Law in England in 2020. 

In 2019 we represented the 
concerns of the UK’s kidney 
patients in debates over the 
EU-exit process. 

This included working with the Department of Health 
and Social Care and leading charities on issues such 
as reciprocal healthcare as well as concerns over the 
availability of medications and consumables. We 
also used the parliamentary questions process to 
ensure that policymakers are aware of the problems 
that traveling patients will face if the European Health 
Insurance Card (EHIC) disappears – especially for 
those on dialysis.

The Chief Executive of NHS England, Simon 
Stevens, announced a formal review of 
patient transport services to be led by three 
organisations, Kidney Care UK, Age UK and 
Healthwatch England.

“ I really appreciate Kidney Care 
UK’s transparency and realism in 
publishing this information. It is so 
important that people understand 
the potential impact and - let’s face 
it - danger we are heading towards.”                                                                       

  Kidney patient

Most kidney 
patients have to 

travel to and from 
dialysis 312 times 

a year.

We are pressing for 
improvements in patient 
transport standards because 
poor services have a major 
impact on the quality of life of 
kidney patients.
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‘ I needed to do something 
to show my gratitude’ 
Ali’s story
Ali took part in the Royal Parks Half Marathon in September 
2019 to raise money for Kidney Care UK, to thank the 
organisations that had given his father a new lease of life 
when he had kidney failure 17 years earlier and to help 
other patients affected by kidney disease. After being on 
dialysis for two years, Ali’s father Murtaza was fortunate to 
receive a kidney transplant, giving him, in the family’s words, 
a new lease of life. The transplant allowed Murtaza to see 
his children grow up, graduate and marry and gave him the 
chance to meet his six grandchildren.

Ali told us, ‘Having experienced first-hand the way that kidney 
failure can turn lives upside down and the benefit of having 
support throughout my father’s journey, I felt that I needed 
to do something to show my gratitude for the amazing 
and much needed work done by Kidney Care UK. Sadly my 
father died from COVID-19 in April 2020 so the race and the 
memories from that day are even more poignant.’

 Thanking our dedicated supporters 
and Kidney Warriors

This included nearly 5,000 donations from more than 
2,600 individuals and organisations. Whether it was 
shaving their head for charity, holding a fundraising tea 
party, organising a quiz night or running a marathon, our 
supporters truly went the extra mile for Kidney Care UK. 

We have so many fantastic supporters that it 
is impossible to thank every single one of them 
individually in this report. A thank you never 
seems enough for the incredible efforts they 
go to to support kidney patients. 

Visit: www.kidneycareuk.org/get-involved to find out more 

We raised £963,000 in 2019 thanks to our 
amazing supporters.

Nicola and Adrian’s story
Adrian was born with just one kidney and in 2015 he received 
a transplant when his wife Nicola donated one of her 
kidneys to him. At the time the couple received tremendous 
emotional support from Kidney Care UK along with a grant 
to get them through the financial upheaval of job losses and 
time off work. Since then they have become fundraising 
superstars, raising almost £13,000 for the charity that was 
there in their time of need.

Nicola says, ‘In 2019 we held a really successful Peaky 
Blinders Ball which raised a brilliant £850. We have so much 
great support locally for our events and we love doing them 
to show our thanks for the help we received when we needed 
it most. We’ve made so many friends through our fundraising 
and we know that we’ve contributed to helping people with 
kidney disease all over the UK.’

‘ Thanks for the help 
we received when 
we needed it most’ 

258  
people donated to our 

Christmas appeal 
raising over £10,000

63  
brave Kidney Warriors 
walked, cycled and ran  

over 5,000 miles 

200  
people remembered 

with gifts given 
in memory  

12,000+  
Christmas cards bought 

by supporters  

20  
gifts in wills 

were received  

35    
people jumped out of 

planes (with parachutes!)  
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‘The support of Kidney Care UK and Linda have 
been absolute miracles for me. Linda sat next 
to me at the tribunal, she truly became my 
voice, and without her I don’t know where I’d be 
right now. I’m so much happier now that I can 
look after myself without working all the way 
through the night. If it wasn’t for Kidney Care UK 
I dread to think where I’d be right now.’

Tamara 

www.kidneycareuk.org   |   info@kidneycareuk.org

01420 541424   |   Lines open 9am - 5pm, Mon–Fri

Facebook: kidneycareuk.org   |   Twitter: @kidneycareuk   |   Instagram: @kidneycareuk


