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Standing together in  
the face of the pandemic
In 2019 we reached and supported more patients and families than ever before. As we 
entered 2020 there was news of a virus spread across continents but no one could have  
anticipated the scale of the Covid-19 pandemic and the huge impact it would have on so  
many people’s physical and mental health and income within the kidney community. 

By listening to kidney patients, we were able to adapt to work 
remotely to provide support to the community. A year of 
shielding and isolation followed that impacted on so many 
patients’ wellbeing. Many people endured the stress and 
worry of feeling vulnerable but forced to work or not being 
able to work at all. 

Despite the isolation Covid-19 restrictions brought, our 
staff and supporters totally committed themselves to the 
challenge. By working with you, the kidney community, we 
adapted to operating remotely, listening and adapting our 
approach, keeping people connected, and ensuring that 
advice, information and practical, emotional, and financial 
support were always at hand.

Tragically, this cruel virus has taken the lives of colleagues, 
friends and peers before their time. At Kidney Care UK we 
were all deeply saddened to lose two key individuals, both 
of whom have shaped the charity and been essential to our 
very existence.

In July, our founder Elizabeth Ward OBE sadly passed away. 
Mrs Ward founded the charity in 1975, when her son Timbo 
started dialysis. Elizabeth pioneered the very first organ 
donor card and set up the first holiday facilities in the UK 
and Europe for dialysis patients. She dedicated her life to 
improving the quality of life for kidney patients over three 
decades and we continue to carry her mantle every day 
at Kidney Care UK. You will find a tribute on the back page 
of this report to Elizabeth’s wonderful contribution to the 
kidney community. 

We were also deeply saddened by the untimely passing 
of our Chair of Trustees, and a giant figure in renal care for 
over 30 years, Professor Donal O’Donoghue OBE, who lost 
his short battle with Covid-19 at the start of January 2021. 
Our thoughts remain with his wife Marie and their family. 
Donal was the first Kidney Czar, a past President of the Renal 
Association and a founding member of the British Renal 
Society. He had been our Chair since 2016 and we will miss 
him terribly. Donal was tireless in his support for people 
with kidney disease, never hesitating to listen to all, to 
highlight inequalities and promote the best possible care for 
kidney patients. His passion will continue to drive our ethos 
and values. 

Whilst 2020 is a year none of us would like to repeat, we 
know Elizabeth and Donal would have been incredibly proud 
of the role the charity played in supporting kidney patients 
over the last 12 months, and like us, enormously grateful 
to all the staff, supporters and volunteers who made it 
possible. We would also like to say a huge thank you to all the 
wonderful NHS staff who were on the front line throughout 
the pandemic and gave so much in such difficult times.

Sir Jonathan Michael MB, BS, FRCP, FKC  
Chair of Trustees

Paul Bristow 
Chief Executive

We’ve 
supported  

kidney patients  
for over 40 years  
with your help we  

will be here for  
many more

Around 
20 people will 

develop kidney 
failure every day 

in the UK

Get in touch!
Visit www.kidneycareuk.org  
Email info@kidneycareuk.org  
Call 01420 541424
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2020 at a glance

550 kidney patients 
received in-depth 
support each month

We helped patients 
claim over £1 million 
through our 
advocacy, welfare 
and benefits services

76k patient 
resources 
were sent to 
152 kidney units 
to support and 
inform patients 

We met the growing 
need for clothing 
and hardship grants 
which increased by 
over 80% 

Over £470k spent 
funding projects 
in hospitals that 
improved patient 
support and care

We supported 
22 projects  
to improve 
care for 
children and 
young people 

1,180 individual 
patients received 
grants to help relieve 
financial pressure at 
a time of need

Our patient 
information was 

accessed by over 

1.16 million  
people

Over 
7,000  

calls taken for 
advice or 
support 

Over 
£1.3 million 
spent to provide 

in depth direct 
patient support

In 2020 we  
spent over 

£2.1 million to  
support everyone 
affected by kidney 

disease
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Kidney disease didn't stop for 
the pandemic – neither have we 
At Kidney Care UK we constantly strive to deliver high quality advice and information,  
reach out with grants to improve individual lives, invest in ways that improve facilities  
and care and campaign for the interests of patients. But in the face of the pandemic  
many of our conventional ways of working had to dramatically change. We needed  
to respond dynamically to ensure patients continued to feel fully supported.

We listened and adapted our services to 
keep patients supported 
For every change we made, patients and their loved ones were 
fantastic in adapting to new ways of working online. We grew our 
social media networks and online services to enable patients to 
gain immediate access to our people and services. Our Facebook 
support group was a lively forum that not only increased in 
followers by 52 per cent but became a community hub. 

Web and social media became essential lifelines helping 
thousands of patients through the seemingly never ending 
isolation of lockdown. 

Our online activities and information for patients who were 
shielding, not only provided activities to enjoy but helped 
maintain good mental and physical health. Our website 
and social media provided strategies for coping from 
our counsellors, as well as free exercise videos, creative 
resources like mindful colourful, and video workshops from 
the Renal Arts Group (RAG). 

In 2020 our Covid-19 advice page received 634,271 page 
views and was listed as a top resource on the NHS website  
for Chronic Kidney Disease. 

Our social media growth over the year told 
its own story:

Increased financial lifeline 
With constant changes to the national situation and 
government grants, our Welfare and Benefits Health Check 
Service provided a financial lifeline for patients struggling to 
navigate the complex world of benefits and gain the support 
they were entitled to. 

In 2020 we  
helped over  
500 patients 
secure almost
£1 million in 
welfare support.

Improving mental health support in hospitals
In the face of the uncertainties thrown up by Covid-19, our 
hospital grants programme was able to target areas that 
would improve patient care in the pandemic. 

In 2020 we awarded four new grants totalling £246,195 
to meet immediate kidney care and support needs. In 
Sunderland, where they had no dedicated mental health 
support for patients, we funded a Renal Psychologist. 
In Newcastle we funded two new posts to help pilot an 
enhanced recovery programme (ERAS) for transplant 
patients. In addition we funded an innovative web app 
to support self-monitoring and virtual care for patients 
at Portsmouth.

Improving public awareness
8,000 ‘Distance Aware’ shielding badges 
were distributed to hospital units. The 
campaign helped to ensure people kept a 
respectful distance around others. We also 
worked with Twitter to create a Distance 
Aware emoji that appeared every time the 
hashtag was used. 

“Just to say a big thank you for the help 
with my water bill. 2020 has got to be 
the hardest year ever. I had a job I really 
loved. I knew I had kidney problems but not 
stage five. I lost my job as a HGV driver; the 
massive loss of income is a shock. The help 
from the Government is poor. If you can get 
the worry of bills under control you get the 
strength to deal with your health.”

Dave Stockton

Instagram 
followers up

87% 

Facebook 
followers up

52% 
Twitter 
followers up

35% 

visits to our 
websites1 million people participated 

in our virtual events 
and webinars 

1,084 growth in 
demand for 
information

147%

Webinar information service launched
Working with leading regional and community charities and 
health professionals we set up a webinar programme to 
address the different needs of patients across devolved 
countries and marginalised communities. The webinars 
played an important role in helping people to understand 
government guidance, provide specific information tailored 
to individual needs, answer questions directly and prevent 
misinformation. This was a highly effective forum for patients 
to get advice across a broad scope of topics. We also trialled 
online support groups in three areas using Microsoft Teams 
and Zoom to help our advocacy officers reach isolated 
patients. An innovative scheme we will look to extend in 2021.

“Thank you, such an important webinar especially for the BAME community,  
it was highly informative, I reconsidered my decision and had my vaccine on Monday.”

Anonymous

Meeting the challenges of Covid-19

76

Kidney Care UK  Impact Report 2020 Kidney Care UK  Impact Report 2020



Our patient surveys 
drove critical decisions
In 2020 we surveyed 2,000 kidney patients to identify the issues that 
most concerned them. We were determined to inform senior decision 
makers about your needs and concerns. Covid-19 left kidney patients 
facing all sorts of challenges that government and stakeholder groups 
needed to be aware of to inform their decision making. 

In May and October 2020 we published what you had told us in our ‘Worried Sick’ 
and ‘Out of Sight, Out of Mind’ reports, highlighting the impact Covid-19 was having 
on people’s mental wellbeing and physical care. We used the findings in our reports 
to help shape national policy and inform local network commissioners so they could 
understand patient needs when prioritising transitions to more regular services. 

Joining forces to protect patients shielding
We used what we had discussed and discovered from 
patients to direct our online discussions around patient 
shielding with the Vaccines Minister, NHS England 
and the Ministry of Communities, Housing and Local 
Government (MCHLG). These findings were fed into the 
Government’s Scientific Advisory Group for Emergencies 
(SAGE) committee. 

Listening to our community and using the information 
to influence key decisions helped secure inclusion in the 
shielding group, the clinically extremely vulnerable group 
and access to additional support for all kidney patients. 
This included those with CKD stage five and kidney diseases 
treated with immunosuppressants who were part of the 
clinically extremely vulnerable group.

With a 23 per cent mortality amongst patients with 
Covid-19, this news was particularly useful, helping to inform 
employers’ furlough decisions and arrange access to priority 
supermarket slots.

“A harsh realisation in the face 
of the pandemic was how 
vulnerable funding sources 
could suddenly seem. It’s at 
times like these that the fantastic 
support of people like Mark Smith 
helps to secure the future for our 
kidney community.”

Paul Bristow, CEO

In the face of a crisis

See Mark’s fundraising 
story overleaf

We constantly influenced decision  
makers to protect patients
The findings highlighted the concerns of people living with 
kidney disease. The impact on physical and mental health, 
the end of shielding support, transport access, returning to 
work, re-opening of schools and vaccine uptake were just 
some of people’s concerns. 

We wanted to make sure that the many varied points raised 
by patients weren’t lost and reached the right people 
or departments. Whilst quite a bit of this could be done 
through dialogue, we also reinforced specific points by 
writing and talking with groups that needed to be aware of 
specific points raised. This included teaching and nursing 
union leaders, NHS leaders, the Health and Safety Executive 
and Cabinet Ministers in health, vaccines and work and 
pensions were all in the mix. 

calls for support and 
advice received

7,000+

provided in hardship grants to 
help patients in the pandemic

£100k

new sign-ups on our 
website for information

2,718

Meeting the challenges of Covid-19

We worked closely with other renal 
charities to best support patients

“The pandemic has been a tough time for 
our Kidney Community, particularly as 
they were classed as extremely vulnerable. 
One of the positives that came out of this 
challenging time was the Welsh Clinical 
Renal Network came together with the 
three main charities in Wales (Kidney Wales, 
Kidney Care UK and the Paul Popham Fund) 
as one to support our kidney community. 

Working together as one team has allowed us 
to communicate one voice to our community 
on updates in the Covid-19 guidance, services 
available to patients, organise webinars 
to provide specific information on burning 
subjects and lobby Welsh government to 
ensure our community were safe. The legacy 
of one voice will continue post the pandemic.”

Joanne Popham, CEO, Paul Popham Fund

2,000+ 
patients shared 

concerns about the 
impact of Covid-19 on 

their mental and 
physical wellbeing

98
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was raised by  
30 people  
taking on their  
own challenge

£15k

Your fundraising was amazing

2020 was a year like no other, with unparalleled changes and 
challenges for each and every one of us, and this was no different 
in the fundraising world. 

Priorities were realigned, mass gatherings were cancelled and plans had to 
change, but that didn’t stop you from showing your support. Some of you 
adapted and innovated by making events virtual or holding them in isolation, 
those that could supported our appeals and others brought Christmas cards 
or held online collections. We needed your support and you amazed us with 
your resilience and inventiveness. Thank you!

Fundraising

1110

thank you!

was raised by  
80 supporters  

taking on a virtual 
challenge

£16k

was raised by  
2,104 supporters 

setting up a Facebook 
fundraiser

£31k+

The great cookie challenge

In 2019 Nikeh (Nik) received a kidney donated from his 
brother. Nik was looking forward to enjoying life to the full, 
but the arrival of Covid-19 meant he had to isolate. Nik had 
heard a lot about Kidney Care UK during previous trips to 
Leicester General Hospital’s renal ward, and realised how 
much Kidney Care UK does for patients who need support. 
Whilst in isolation, Nik and his wife, Neyha, decided to bake 
cookies and sell them to raise funds. 520 cookies later they 
had raised £1,000, which they split between Kidney Care UK 
and The LOROS Hospice in Leicester. 

More people  
bought Christmas 
cards than ever before

300 people  
continue to support us 
each and every month

1,100 individuals 
made a donation

Most years, around half of our work to help 
improve life for kidney patients is made possible 
by gifts in Wills. 2020 also saw 202 people make 
donations in memory of a loved one. Giving a gift 
in memory of a loved one is a wonderful legacy 
and helps to support so many other people. 

Gifts from Wills helped 
thousands of kidney 
patients in 2020

Our 26.4 Challenge 
replaced the  
London Marathon
When the London Marathon, 
due to take place on 26 April, 
was cancelled people 
eagerly rallied behind the 
26.4 Challenge alternative 
and enjoyed doing something 
energetic at home instead. 
Bikeathons, discos and 
skipping challenges took place 
in kitchens, gardens and living 
rooms across the country.

Clocking up the miles for fundraising

Twelve years ago Mark Smith received a simultaneous kidney and pancreas 
transplant. Since then he has raised an incredible £17,000 in support of 
Kidney Care UK. The national lockdown wasn’t going to stop Mark’s fundraising. 

“I came up with the idea of doing 100 miles in a day on the 
exercise bike. It was good to have a challenge in the absence 
of any outdoor activity. It also helped me keep my physical 
and mental health in good shape.” Mark explained.

His bike challenge raised £400. Never one to rest on his laurels, Mark is now 
walking 850 miles (including the Three Peaks!) to raise awareness of kidney 
disease around the world and raise funds. The proceeds will be split between 
Kidney Care UK and the Harrogate Hospital. 

There are many different ways to show your 
support, if you would like to find out more 
about how you can get involved please visit 
the website or get in touch with us by emailing  
fundraising@kidneycareuk.org or  
calling 01420 541424 

"I see writing my Will as a 
very positive experience, I 
don’t think of it in terms of 
end of life, more as a way of 
defining my legacy. Through 
your wishes you can ensure 
your values live on. It’s a way 
of helping other people and 
having a lasting impact on a cause you care 
about. It makes me feel good that I’m able to help 
people in this way, and it costs me nothing now.

I suppose for me the decision to include 
Kidney Care UK in my Will is a mix of the 
emotional and the rational. I was rewriting  
my Will and decided I wanted to spread  
money further than just to my relations.

I used to be a probate secretary so I know 
first-hand how important it is to have a Will, not 
just to ensure your wishes are carried forward 
but also to minimise the burden on your loved 
ones who would otherwise have to sort out 
your estate."

Lesley Baker

Kidney Care UK  Impact Report 2020
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A little help that 
made a big difference
At Kidney Care UK we always focus on helping to ease financial 
hardship for patients and their families. Over the years individual 
grants have helped patients and their families in all sorts of ways. 
But in 2020, with all the challenges thrown up by the pandemic, 
one of our main priorities was to deliver urgent financial support 
quickly through our hardship grants.

To keep us tuned into patient needs and able to respond at speed, we worked 
closely with the national network of renal social workers. This gave us access to 
kidney teams in children’s and adult hospitals allowing us very often to respond 
within a week of an application being received.

Individual grants included household items like washing machines, beds and 
fridges, help with the rent or housing costs, education and training support or 
meeting bills and running costs. It was a really difficult time for many patients  
and we worked hard to listen and help wherever we could. 

Giving help when it’s most needed
“My cooker broke down during the beginning of the 
Coronavirus lockdown and as I was looking after my 
mother who had kidney failure, and other serious health 
conditions, this was a huge worry to me. My mother was 
very reluctant to eat at times and I had to make the food 
appealing to her.

Kidney Care UK was the only charity who helped; I was 
feeling so desperate and ashamed that I wasn’t able to 
care for my mothers nutritional needs properly. I was 
sinking further and further, already depressed due to my 
mother’s worsening health and feeling isolated and alone 
due to the lockdown preventing me from seeing my family 
and older children for support.”

“It lightened my mood and gave me hope 
that there are people out there that are 
ready to help those who are struggling.“

“I honestly do not know what I would have done without 
your help and I will never be able to thank you enough for 
your support; I will always feel indebted to you and hope 
one day to be in a position to pay back your kindness.”

Christina Wadeley

Working on the frontline
The ‘frontline’ may sound a bit dramatic but when 
patients found themselves in urgent need of help they 
needed us to be well organised and able to respond 
quickly. Sally is a Grants Administration officer at 
Kidney Care UK and knows how important it is to be 
able to provide fast and relevant support.

“It’s so important in my job to be able to 
respond efficiently to queries and offer 
really good support and information.”  
Sally explains.

“A key part of the role is administering grant applications 
and providing much needed financial assistance. During 
this Covid-19 crisis we have dealt with a huge number 
of enquiries from worried patients. We were able to 
respond quickly to get people the financial help they so 
urgently needed or signpost them to our excellent online 
resources and amazing advocacy and counselling teams.”

Sally Clinkard

Demand for 
hardship grants 
increased by 80% 
303 grants helped 
patients in financial 
crisis during 
the pandemic. 

grants helped patients 
to keep a roof over 
their heads

67 grants helped keep the 
lights and heating on79 grants enabled patients 

to travel to hospital 
appointments

113
We couldn’t do it without you
It is in a large part thanks to the wonderful fundraising of supporters that we are able to  
help so many patients when they need it. 

If you want to find out how to raise money to help support the kidney community get in touch.  
Email fundraising@kidneycareuk.org  Call 01420 541424

Support in every way

1,194 patients 
supported with over 

£567,000  
in financial grants 

12

Kidney Care UK  Impact Report 2020 Kidney Care UK  Impact Report 2020

1312



“I have lived with kidney disease most of 
my life. Kidney Care UK have always been 
amazing, they’ve helped me emotionally, 
practically and financially. 

In 2020 I received a transplant, which has been 
a success and I feel much healthier but it had 
a big impact on my life during the pandemic. I 
had been off work for three months to receive 
my transplant just before the first lockdown, 
because of this I was put on 50 per cent pay 
throughout furlough. This meant I had half my 
income and I soon started falling behind with 
my rent, and then other bills like car insurance, 
council tax and TV all started mounting up. 
I was falling hopelessly behind but 
Kidney Care UK came to the rescue! They 
gave me a grant of £1,000 that allowed me 
to come up for air and removed the fear of 
court summons.

I had to self-isolate for about 18 months. It’s a 
long time for anyone to be alone, especially in a 
single bed flat. But I am on all of Kidney Care UK’s 
social media platforms and receive their 
information leaflets and the magazine, so I feel 
connected and find interesting stories that are 
really useful and make me realise I’m not alone.

I’m back at work now, feeling healthy. I feel so 
grateful for all the kindness and support from 
Kidney Care UK during a very difficult time. 
If things settle down with Covid-19 I am going 
to get out there and join a fundraising event so 
I can do a little something to help make sure they 
are always there for people like me!”

Carly

Support makes my life easier

Why not start a 
Facebook fundraiser!
Facebook fundraising is a great way to raise 
money and it’s quick and easy to do. You can set 
up a fundraiser for birthdays, anniversaries or 
even a kidneyversary and every penny helps us 
support more kidney patients.

If you have any questions, our team are 
happy to help. Get in touch today and you 
can be fundraising in a few simple steps.
Visit www.kidneycareuk.org/get-involved  
Email fundraising@kidneycareuk.org 
Call 01420 541424

“I’ve been on medication for kidney disease since I was seven years old. My first  
transplant was in July 2012 and, after several bouts of rejection, lasted until 2017  
when I started dialysis. 

I live with my wife, Gemma and our lovely three 
year old daughter, Charlotte, so home dialysis is 
naturally a better option for me. The house we 
lived in was suitable for dialysis in a chair, which 
I did for three and a half years, but not a bed. 
Having room for a bed, would allow me to do 
overnight dialysis and enjoy a better quality of 
life and an extended life as I could be on dialysis 
for eight hours every two days instead of four.  

Thankfully, in October last year I received a 
second transplant that was a success and 
coincided with our family being offered an 
adapted house. The transplant means I don’t 
need the dialysis equipment but the new house 
has a larger third bedroom which is a good size if 
I need a bed for dialysis in the future. 

Although the house was a welcome move, we 
arrived to a blank canvas, there were no carpets 
and the whole place needed decorating. We 
simply couldn’t afford to do it all but a hospital 
social worker told me about Kidney Care UK, so I 
got in touch to request a grant for carpets.

We were in the middle of the pandemic, 
isolating and looking after Charlotte. We didn’t 
have enough money to make the house into a 
comfortable home. 

The grant of £1,000 was a godsend for us 
and thanks to Kidney Care UK we were able 
to decorate the house, buy curtains and lay 
carpets. They were brilliant and the grant 
has made a big difference to our quality of 
life. Thank you!”

Jemma

Funds to make a house our home

£85k+ 
to support  

patients has been 
raised on Facebook 

since 2018

Jemma in 
the background 

with her wife 
Gemma and 

their daughter 
Charlotte

We're here when  
you need us most

Support in every way

We helped  

449 patients  
make their house  

a home
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Bringing the kidney 
community together
Living with kidney disease is difficult at any time but when dealing 
with the challenges and isolation of lockdown as well, patients 
needed to feel connected and fully supported at all times.

Ensuring peer support for young adults
Keeping in touch during 2020 was so important for 
young people. Just to know you’re not alone, to share 
experiences, voice concerns and enjoy interacting with 
people of your own age helps enormously. In partnership 
with the Young Adult Kidney Group we were able to 
provide regular support to over 600 kidney patients 
aged 18–30 years old. 

• £140k spent on initiatives supporting children and 
young people

• £80k providing financial grants to 188 children and 
young adults 

infoKID was a vital online resource
We are really delighted with the continued success of 
the infoKID website that has so much information about 
kidney conditions in babies, children and young people. 
At a time when so many people were anxious about 
the many aspects of the pandemic, infoKID provided a 
fantastic resource for young people and their families.

“Thank you for bringing the weekend 
trip to us virtually this year. People were 
starting to open up and see this as not 
just a place to talk about your problems 
or just advice but, like myself, looked 
at it like a family. We may not have met 
up as normal but this weekend brought 
joy and laughter to so many of us. I hope 
this is something that could be done again 
as I believe it helps us more than people 
would realise.” 

One of many young voices that we helped 
to keep connected during a very difficult 
pandemic year.

#YAKGVirtual
The Young Adult Kidney Group Virtual 
Weekend was born 
“Kidney Care UK funds a Young Adult Kidney Group 
residential weekend for 18–30 year olds with chronic 
kidney disease (CKD). However, by March it became 
painfully obvious that our plans were scuppered. Months 
of planning seemed in ruins, until we decided to hold our 
first #YAKGVirtual weekend!

As part of the weekend we replicated a lot of the typical 
activities; a Friday Night Quiz; an art project that involved 
creating an elephant family from milk cartons (because 
elephant families always stay together); Saturday Night 
Social, a photography competition that got everyone 
outside to snap anything interesting and even a gaming 
stream on Twitch.

There was also a Diversity and CKD Seminar and a Live 
Q&A. Teaming up with our Kidney Kitchen, there was a 
live cook-along on Zoom with Chef Paul Ripley and the 
weekend finished with an online showing of Childs Play.”

“I first attended the weekend in 2015, 
perhaps at one of my lowest points. For me, 
the weekend was more than just a brief 
holiday away; it saved me. In the back of my 
mind I was already struggling with crippling 
depression and suicidal ideation. Without 
the Young Adult Kidney Weekend, I would 
not be here, writing to you today.”

Jack Bartley, Peer Supporter

Support in every way

infoKID web sessions guided 
concerned families

126,000+

Renal Arts Group at Queen’s  
University Belfast (QUB) 

“The Renal Arts Group is supported by  
Kidney Care UK to provide art activities 
at renal units. The project is working 
to provide evidence in support of art 
initiatives across dialysis units in the UK.” 

“The Renal Arts Group at QUB found that although the 
prospect of learning how to draw, paint or write can seem 
daunting, it’s a skill that can be learnt and patients soon 
realise their abilities improve from day to day. During 
activities, members of the Renal Arts Group interviewed 
patients to find out if they felt art activities benefited 
them during treatment. Patients reported that the art 
gave them a sense of purpose outside the routine of 
dialysis and improved their self-esteem. Patients also said 
they felt less isolated during their treatment. 

Healthcare professionals were equally positive, reporting 
that it helped improve their relationship with patients, 
providing something other than clinical treatment or 
kidney disease to talk about.“

Dr Claire Carswell

Supporting our appeals helps fund 
amazing projects like this.  
Please help us to improve lives!

Kidney Matters magazine 
provided an important 
lifeline for patients in 
isolation throughout 2020.
Every issue was distributed to 
21,000 people including staff 
and patients in kidney units. 

Our Facebook 
support group  

grew to  

9,500  
members

16
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We’re always there  
to help and advise
For our Advocacy team, 2020 was probably our most challenging year 
ever. We dealt with 2,876 referrals and helped secure over £1 million in 
patient payments. 

Our team of 14 Advocacy Officers is pivotal to our patient support service and play 
a critical role in helping patients and their families. Despite many of our team being 
kidney patients themselves and needing to isolate for their own safety, remote 
working helped us to manage a record numbers of enquiries. 

Demand peaked in March during the early weeks of the pandemic but the team were 
always there to help patients navigate the health and social care system, direct 
people to our other support services or external organisations for help. 

We helped across a wide range of areas including employment, housing and 
benefits, welfare checks, and renal replacement therapy advice that accounted 
for 28 per cent of our enquiries. 

Securing £1 million in benefits for patients
Our Welfare and Benefits Service, delivered with 
Auriga Services secured over £1 million in benefits. 
We helped over 500 kidney patients and their families to 
access benefits they were entitled to but were not receiving. 
This included a broad range of benefits from Personal 
Independence Payments to Employment Support Allowance.

We invested over 
£340k to provide 
direct financial, 
practical and 
emotional support 
through our 
advocacy service.

Having enjoyed travelling around the world for work and living a financially comfortable 
life, Jonathan’s diagnosis of kidney disease turned his life upside down.

“Dialysis happened really quickly. Everything 
changed for me at this point. I lost my job and 
my car, I couldn’t pay my rent or look after 
myself properly either. All I had was a carrier 
bag which contained all my medical stuff. 

The dietitian at my dialysis unit put me in 
touch with my local KPA and Linda Pickering, 
who is the Kidney Care UK Advocacy Officer 
for the North East. We met up in the hospital 
café, I was so stressed, but I didn’t need to 
be. They were amazing and, after buying 
me a cup of tea, they said they would help 
me every step of the way. 

They put me in touch with Auriga, 
Kidney Care UK’s welfare support service, and 
explained the ways in which they could help 
me. Kidney Care UK gave me a hardship grant 
so I could buy a bed. They also put me in touch 
with the local council’s ‘homeless team’. 

The next day someone from Auriga called me. 
We talked through my living arrangements, 
how I was buying food and essentials and my 
medical condition. My circumstances meant 
that I qualified for Personal Independence 
Payment (PIP) and Universal Credit. 

The council found me a small flat really close 
to the hospital and I moved in during May 
this year. Kidney Care UK, Auriga and NEKPA 
have all helped me with grants for some 
furniture and kitchen equipment. The flat is 
perfect and what it means to me cannot be 
measured in words. Linda, Auriga and NEKPA 
keep in regular contact to check I’m OK, and 
thankfully, with all their help I am.”

Jonathan Sayers

Advocacy, welfare and benefits  
services in 2020:

of the ESA and PIP applications  
we help patients with are successful 

95%

of all advocacy service enquires are to 
support welfare and benefits advice

40%
kidney patients and their families 
were supported

2,876

Support in every way

My life was turned upside down

It costs £175 for an indepth welfare and benefits check to help a patient receive the financial 
support they are entitled to. 

If you want to find out how to raise money to help support the kidney community get in touch. 
Email fundraising@kidneycareuk.org  Call 01420 541424
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Meeting the growing need 
for counselling and support
2020 was a year of worry and anxiety for the kidney community, with  
patients at a significantly higher risk of mortality from the virus. We  
supported over 3,000 people with counselling, advice and advocacy  
throughout the year and adapted to meet a growing need for support.

Expanding the reach of peer support
Peer support is such an important way for patients to get 
reassurance and advice from people who understand what 
they’re going through, have trodden the same path living 
with kidney disease. It’s a supportive network that not only 
builds really important connections but shares people’s 
knowledge of all the options and resources available. 

To help renal units introduce peer support programmes 
or increase the number of people using them, we funded a 
toolkit designed to give renal units better information and 
advice to help them establish, improve or maintain peer 
support initiatives. 

The toolkit was developed by a project team led by 
Nicola Thomas, Professor of Kidney Care at London South 
Bank University and Eleri Wood, Renal Nurse Consultant 
at Kings College Hospital NHS Trust working, with a patient 
group at Barts Health NHS Trust and Kings College Hospital 
NHS Trust. 

“I want to say a big thank you for all your 
support and counselling over the past few 
months. As a partner of someone living 
with CKD5 and transitioning onto dialysis, 
I truly don’t think we would still be together 
as a couple without the Kidney Care UK 
counselling support. Just having someone 
to talk to about how I felt and how to 
keep sane really pulled me through.  
After a very rocky time, we are now set up on 
dialysis and I feel like a different person to 
the one who first phoned the Kidney Care UK 
team for help a few months ago.” 

We’re 
always there 

in times 
of need

Support in every way

Over 2,000 kidney patients 
took part in our ‘Worried Sick’ 
and ‘Out of Sight, Out of Mind’ 
reports in May and October.
These highlighted the impact 
the pandemic was having on 
patients’ mental wellbeing as 
well as their physical care and 
were used by commissioners in 
local networks to plan how they 
prioritised returning to more 
regular services.

more counselling 
appointments 
than in 2019

60%
was spent providing 
our counselling 
support line

£80k+
people supported with 
counselling, advice 
and advocacy

3,000+

Our counselling service is a lifeline in ‘normal times’ 
but throughout 2020 the need was greater than 
ever. We took on an extra counsellor and ensured a 
five-days-a-week phone service was always on hand for 
patients and their loved ones. 

We were able to offer up to 40 hour-long sessions per 
week, delivering over 1,000 counselling sessions to 
over 200 patients. Our team helped were there to help 
people regain control over their lives and deal with 
the pandemic. 

Throughout 2020 we ran a series of 
patient surveys that indicated:

of patients’ felt 
mental health 
was affected

40%
reported 
disruption to their 
life saving care

60%
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Full renal counselling 
support costs £360 

per person. 

With your continued 
support we can help  

more people  
like Elodie

Improving mental health support for 
patients in renal units
With a serious lack of NHS access to good quality 
psychosocial support for kidney patients, we worked 
harder than ever to respond to the need for counselling and 
support. Our hospital grants programme also contributed 
in areas that we felt would improve the immediate situation, 
although there is still a great deal to be done.

One of the renal posts we funded was for a part-time 
Renal Psychologist in Sunderland, where there was no 
psychosocial provision in place. With only exceptional 
cases having any access to a psychologist and waiting times 
for them at 18 weeks, kidney patients had little chance 
of timely support. The new post will help to ease waiting 
times and introduce training for colleagues to help improve 
patient support.

Successful first step to  
integrated psychosocial care 
Chronic kidney disease can have such a big impact on 
your sense of wellbeing as well as affecting the whole 
family. Providing psychological and social work services 
are sometimes wrongly regarded as an optional extra, but 
people struggling with the pressures of a treatment that 
dominates their life might regard this type of support as 
being the most important they receive.

Our team worked with leaders in the field of psychosocial 
support to introduce a briefing paper to the Renal Services 
Transformation Programme (RSTP). The programme looks 
at how renal services operate. We did this to demonstrate 
how important it is to have a psychosocial working group in 
the programme. 

We are delighted to have succeeded in this and have 
gone on to extend the paper to press for fully integrated 
psychosocial care in the renal care pathway. 

Elodie’s story

“I was studying for my A Levels when I 
found out I had kidney disease and at 
university when I received my transplant. 
I was managing my life with CKD but the 
transplant raised a lot of questions and 
concerns, not just for me but for my family 
and friends. 

Kidney Care UK was has become such  
an important support and a safe space 
for me. 

They helped me to understand the process 
and what it would mean for me. They 
reassured me at every stage and stopped 
me from worrying. They also stepped in with 
some financial help for my living expenses 
that helped give me breathing space. My 
parents have been able to ask questions to 
understand more about my condition and 
between us we have found support groups 
and networks that are so useful. 

The Young Adult Facebook Group is also 
brilliant. It’s so helpful having people of 
my age to talk with. My boyfriend has also 
joined the group and it’s really helped 
us both. 

Just knowing I had someone on my side 
during the pandemic and that they will be 
there whenever I need them has been a 
huge help.”

Elodie Lee

was committed to funding 
5 renal staff posts

£370k

helped support multi professional 
study groups delivering ongoing 
learning for patient centred care

£9k
Get involved your way
If you would like to find a way to fundraiser 
that suits you then please our Get Involved 
fundraising page. There are lots of different 
ways to help us support the kidney community.

Visit www.kidneycareuk.org/get-involved
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Investing in better  
patient care
We feel passionately that patients should be fully supported and involved in their 
treatment choices. We work to improve communication between patient and 
professionals to make sure the voice of kidney patients is always central in their 
care. In 2020 a lot of our focus was on the Covid-19 crisis but we continued to 
work closely with local kidney patient associations and the Renal Association to 
drive forward improvements in care, information and practice.

Dialysis at home improves patients’ lives
DAYLife is a national initiative that aims to increase the  
number of people receiving dialysis at home, is taking part 
in a national project to improve cannulation and access to 
home dialysis. DAYLife is run by KQuIP, in partnership with 
Kidney Care UK, Baxter and NxStage.

Some of the project highlights include:

• The introduction of home haemodialysis training at 
satellite units 

• The introduction of week-long home therapy events 

• Enhancing staff and patient education to encourage a  
culture of ‘home first’

As part of the initiative an e-learning 
course has been developed and 
we are delighted to report that 
196 nurses from renal units have 
already signed up.

“Working in partnership with 
Kidney Care UK has brought 
together patients and health 
professionals in a common aim 
to improve patient outcomes and 
experience. Whether it’s the national 
patient experience survey to embed 
the patient voice at the heart of care 
improvements, DAYLife to drive the 
provision of home therapies across the 
UK, or our work to ensure the most up to 
date patient information to support our 
community during the pandemic.” 

Ron Cullen,  
Chief Executive Renal Association (Now 
known as UK Kidney Association, UKKA)

Improving outcomes

28% of all 
advocacy service 

enquiries seek 
advice about renal 

replacement 
therapy options

Over £70k 
invested in the 

DAYLife project 
over 2 years

Putting patient experience at the heart of 
care service improvements
Our 2020 Patient Reported Experience Measure (PREM) 
survey included questions about the impact and effects of 
Covid-19 on renal care. The survey, led by Kidney Care UK 
and The Renal Association, was undertaken online and 
gathered responses from patients at renal units throughout 
the UK. The work is being shared with renal units to help 
them improve practice.

£60k 
invested in 
the Kidney 
PREM survey, 
to give kidney 
patients a 
voice and 
improve UK 
renal care!

Improving quality of life is always our aim
Our ongoing partnership with the national Kidney Quality 
Improvement Programme (KQuIP) helps bring about 
positive changes that aim to improve life as a kidney patient. 
Whether that’s by enhancing the way renal units operate, 
sharing good practice, getting more people on home dialysis 
or improving access to kidney transplants, it all adds up to 
improving quality of life.

An important part of making improvements to renal 
services is to break down some existing trust and hospital 
boundaries. We work hard to get people looking at alternative 
approaches, open up discussions with patients and take 
research findings on board. KQuIP is working in partnership 
with Kidney Care UK to improve key areas including 
transplantation, dialysis at home and vascular access. We 
encourage renal units to share information, consult and talk 
with patients and improve leadership across the UK.

invested in projects that 
support education  
and information

£48k

spent on service quality 
improvement projects£750k

Improving care in partnership
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“I would like to say a massive thank 
you for the patient leaflets you sent 
me. I find your resources fantastic 
– almost every topic at every stage 
is covered. They are written in 
simple terms and use diagrams 
and pictures really well. I must also 
commend you on your online language 
translator. I have found this particularly 
helpful and I’m always proud to advise 
patients who do not speak English of 
a resource that not only translates 
into so many languages but has an 
audio function as well. Well done 
Kidney Care UK!” 

Vanessa Sleight, Clinical Nurse 
Specialist, Guy’s and St Thomas’  
NHS Trust

The best resources

Working together for 
positive change
Working with all the people and organisations that are affected by or 
specialise in kidney disease is an essential part of improving renal services, 
support and care. We actively look for partnerships and fund projects that 
speed up progress and improve lives.

Improving care in partnership

Everyone needs access to 
good information 
Being able to get your hands on information that’s easy to 
understand, up-to-date and comprehensive is important 
for patients and professionals. Our partnership with the 
Renal Association has produced high quality information 
leaflets that continue to be developed. 

The Kidney Kitchen – a very tasty resource
Kidney Kitchen is a website full of healthy, delicious recipes 
and professional advice from renal dieticians. We set this new 
service up in partnership with the British Dietetic Association, 
Renal Nutrition Group and enjoyed seeing it grow in popularity 
viewed throughout the year.

All together on World Kidney Day
With a fresh brand and a really focussed campaign we 
worked as part of the Kidney Charities Together team 
(the leading national kidney charities) to raise awareness 
of kidney disease for World Kidney Day. We recorded an 
incredible 80 per cent increase in web visits and reached out 
to over 1.1 million people through social media networks.

World Kidney Day campaign 
reached over 1.1 million people.

MyRenalCare App – supporting 
progress in partnership
Kidney Care UK is helping to fund the 
expansion of an excellent digital health app 
– MyRenalCare. The app helps patients to 
undertake self-monitoring and remote care 
as an add-on to their regular clinical care. 

Wessex Kidney Centre (WKC) have 
developed the app with WKC charitable 
funds and Ardia Digital Health Ltd who have supplied 
£30,000 worth of resource and free support. The 
platform has been extended to include CKD and 
long-term transplant monitoring and advanced kidney 
care (pre-dialysis). Feedback from early trials has been 
excellent and it is hoped roll the app out to 1,500 patients 
within a year. 

In the face of a funding shortfall for further progress, 
we were delighted to step in to help secure the future 
of this exciting project.

watched our patient information 
videos and webinars on YouTube4.5k
patient resources were  
distributed to 152 kidney units  
to support patient choice and 
decision making

76k

people have been provided with 
practical advice from our  
patient information leaflets

152k

When Vanessa started in her post as a CKD Clinical Nurse 
Specialist for patients with stages three and four of kidney 
disease, she needed resources to advise and inform patients. 
Vanessa is the first point of contact after diagnosis and 
patients are often anxious and overflowing with questions. 
She started gathering her own information but soon realised 
Kidney Care UK had all the information she needed. 

“This important support from Kidney Care UK will allow expansion of the 
MyRenalCare App... The current funding will help develop the platform 
specifically for those with advanced kidney disease as they approach and 
plan for life on dialysis, transplantation and living with kidney disease.”

Nicholas Sangala, Consultant Nephrologist

The Kidney 
Kitchen received 

over 80k views 
of our recipes 

and dietary 
advice pages

“I would like to thank you  
for your wonderful recipes. 
I have been diagnosed with 
stage 3 CKD and my potassium 
was a bit high, so I searched 
online and was really 
grateful to find your site.”
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kidney patients in Wales received 
financial support over the last 3 years. 

335

Scottish kidney patients and their 
families received individual grants 
over the last 3 years.

305

Information events helped to connect 
and advise patients, including events 
at Aberdeen Royal Hospital and Queen 
Elizabeth University Hospital in Glasgow.

Working with others  
Our advocacy team 
worked with local faith 
leaders, NHS blood and 
transport, Living Donation Scotland and 
Kidney Research UK to connect patients 
and carers via webinar. 

Bringing about change

Totally committed 
in every nation
Our unwavering commitment to the UK kidney 
community has brought about improvements in services 
and support in every devolved nation. Understanding 
variations in their laws and practices is key to shaping 
our work and influencing change. From one end of the UK 
to the other we are improving life for kidney patients and 
their families every day.

Wales

has been invested to fund 4 
projects to improve care services 
in Scotland since 2018.

£272k

Our ongoing support work in Scotland 
has included a vital resource for 
post-transplant care at Greater 
Glasgow & Clyde health trust.

given as grants for projects to 
improve care services in 3 hospitals 
in Northern Ireland since 2018.

£214k

kidney patients and 
their families received 
individual grants over 
past 3 years.

114
people were supported 
by William, our Advocacy 
Officer in Northern 
Ireland in 2020.

150

We have a long-standing 
and productive 
relationship with kidney 
charities in Wales and 
continue to drive projects 
that improve care and 
support for patients.

people were supported 
by Linzi, our Advocacy 
Officer in Wales in 2020.

150+

people were supported by Ewen 
and Lynne, our Advocacy Officers 
in Scotland in 2020.

330

invested in 3 hospital 
grant improvement 
projects since 2018.

£80k 

Keeping people connected included producing 14 newsletters in collaboration with Kidney Wales 
and Paul Popham Fund for 1,700 heamodialysis patients in Wales. 

Sharing vital Covid-19 updates we coordinated 
webinars to help patients keep well throughout the 
winter months.

Raising critical funds, one team of 
cyclists completed a virtual ride to every 
renal unit in South Wales, over 120 miles 
raising £2,451. 

Access for all  
such as campaigning 
for 50 ipod touches 
to enable patients on 
dialysis to access PREM 
and patient information.

We are working in 
partnership towards 
a ‘soft opt-out’ 
organ donation 
system in Northern 
Ireland. In July 2020  
Kidney Care UK played an 
instrumental role meeting with 
Northern Ireland Health Minister Robin 
Swann MLA to discuss the proposal. 

Northern Ireland

Scotland
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Fighting for those at 
greatest risk and bringing 
equality to care services 
Some areas that need improvement are predictable whilst other  
challenges can spring up and throw out a whole new set of challenges.  
Our resolve is always to meet those challenges head-on and drive for  
patient rights, care and support.

Throughout the pandemic we focused on helping patients to manage the obvious  
risks, protecting their rights to care and responding to the immediate needs of people  
living with kidney disease. 

Covid-19 highlighted the need for the 
prevention of ill health
The pandemic clearly highlighted the importance of preventing 
ill health as a strategy to help reduce pressure on NHS’s 
resources. This provided an opportunity to push for more 
government spending on prevention and moving CKD up the 
NHS priority list. We developed a position on the NHS White 
Paper explaining the benefits of prevention and the importance 
of involving patients in shaping the care system.

We have worked to get kidney disease prioritised as part of the 
NHS response to the pandemic, approaching Astra Zeneca as a 
potential partner on the project. Our aim is to reduce end-stage 
CKD and the number of people needing dialysis and transplants. 

Prioritising our focus in a difficult year
There are lots of policy changes that would benefit 
kidney patients but this year our focus needed to fall 
on urgency, clinical and political insight and patient 
needs. A such, we set clear goals and focussed on 
Covid-19, organ donation, the impact of Brexit and 
early prevention and detection. 

In achieving this our priority was to engage with Black 
and Asian communities to address health inequalities, 
respond to the impact on UK devolved nations and 
develop patient insights and clinical evidence to bring 
about positive change.

Achieving reciprocal healthcare 
arrangement after Brexit
After four years of campaigning and as a direct result of 
Kidney Care UK’s activity, the government have protected 
patients’ rights to receive dialysis care within the EU as part 
of the new Global Health Insurance card that replaces the 
EHIC system. 

Mitigating the impact of Brexit on kidney patients 
won charitable campaign of the year as well as being 
recognised by Edward Argar MP, the Minister of State  
for Health in a letter to Fiona Loud, Policy Director.

Focussed on organ donation
The opt-out changes to organ donation in England were 
hampered by the pandemic. There are concerns that a 
shortage of Black and Asian donors may have been made 
worse during Covid-19. We are working to understand 
the impact on the opt-out donation scheme and ensure 
NHS transplant units have the resources to meet needs 
and reduce waiting lists quickly and safely. We have also 
contacted MPs from areas with strong Black and Asian 
communities to add their voice and influence to our work.

It is only thanks to the incredible 
support of our fundraisers and 
donors that we were able to 
respond quickly to support and 
protect patients. Thank you!

“I would like to reiterate my thanks to you and your team for the constructive 
engagement and support you have provided my officials in DHSC over the past 
few months, and in particular on the arrangements to cover people for ongoing 
treatment. We look forward to continuing to work with you to ensure the 
needs of kidney dialysis patients continue to be recognised and met.”

Edward Argar, Minister of State for Health of UK

As part of our ongoing commitment to 
engage and support at risk communities, 
we were delighted to welcome Amjid Ali 
to the Kidney Care team. As we develop 
stronger partnerships within the BAME 
(Black, Asian and minority ethnic) 
communities, Amjid facilitated a series 
of listening events with faith leaders, 
community groups and healthcare 
professionals to identify gaps in care and 
help us bring about positive change. 

“For me personally, success depends 
on our ability to engage in a way that 
continually demonstrates a respect and 
understanding of the cultural differences 
and the importance of having regular 
community conversations that gather 
insight, seek guidance and invite 
constructive challenge.”

Amjid Ali, Equality and inclusion lead

Amjid tragically passed away as this report went to 
print. He will be sadly missed but we will learn from his 
compassion and build on his legacy.  

Growing our support 
of BAME patient 
communities 

Bringing about change

Opt-out law  
came into effect 

in England on 
20 May 2020
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During this difficult year many of us had to say goodbye to friends, 
colleagues and family members and Kidney Care UK was no 
exception. We sadly lost three giants of the kidney world who had 
done so much over the last 40 years to establish Kidney Care UK 
and improve the care and the quality of life for kidney patients.  
We will miss them.

In memory of Elizabeth Ward OBE, 1926 – 2020

Elizabeth was our founder and the pioneer of the organ donor card. She was 
both charming and determined. Her resolve to save her son and her tireless 
campaigning for the rights of kidney patients has transformed thousands 
of lives. At Kidney Care UK we carry her mantle forward every day and will 
continue to build on her legacy. 

In memory of Donal O’Donoghue OBE, 1956 – 2021

Donal was a wonderful, kind and caring man. He was a leader and a pioneer 
in British renal medicine. Donal was our Chair from 2016 and widely regarded 
as the biggest driving force in improving renal medicine. He was professional, 
inspiring and deeply committed to improving the lives of kidney patients. His 
vision will continue to be a guiding light.

In memory of Amjid Ali, 1967 – 2021

Amjid was a well-respected, and compassionate member of the Kidney Care UK 
team and wider kidney community. He was a champion of inclusion and 
improving kidney health. We will proudly continue his commitment to raising 
organ donation rates among ethnic minority groups, which has – and will 
continue – to save many lives. 


