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LOOKING TO THE 
FUTURE

With our new brand and extended 
team we’re looking to deliver even 
more services and support to 
kidney patients and their families.

Introduction
by Paddy Tabor and Donal O’Donoghue

Paddy Tabor 
Chief Executive

2016 was a momentous year for the British Kidney Patient Association,  
now of course known as Kidney Care UK. 

For more than 40 years, we have been at the cutting edge of supporting people with kidney 
disease, improving quality of life, funding vitally important posts within the NHS, making small 
grants to enable kidney patients to make ends meet or go on desperately needed holidays, and 
fighting for the rights of patients in the corridors of power. Campaigning has been at the heart of 
our work since its earliest days. Under our Founder, the charity pioneered kidney donor cards  
and holiday dialysis, but there is still much to do.

Our patient support services, greatly augmented by our Advocacy Service, have continued to 
work tirelessly to improve the practical and emotional support we provide to those with kidney 
disease. This was also the year that we were able to double the capacity of our Counselling 
Service. All this has demanded a lot from our ‘first responders’, the administrative team who take 
the initial calls and are therefore our first point of contact for many patients, who have done a 
wonderful job. A dedicated ‘helpline’ service is an area we will be looking at in late 2017. 

Perhaps the most important change is the rebranding of a 40 year old charity to become  
Kidney Care UK. By the time you read this, the change of identity will have taken place, a decision 
that has attracted widespread support.  

Of course, none of this is possible without our incredible supporters like you, who fundraise, 
volunteer and work so hard on our behalf. Your generosity allows us to continue to invest in 
our help for all those affected by kidney disease. In 2016 our financial support directly helped 
patients on low incomes with nearly 1,400 financial grants and indirectly access welfare benefits. 
Directly and indirectly, we help around 100 patients a week. Your support is fundamental in that  
and in making sure we will be able to keep doing all we can to improve the quality of life for  
kidney patients and their loved ones. Thank you.

Prof. Donal O’Donoghue 
Chair of Trustees
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2016 AT A GLANCE – just some of the ways we’ve helped and supported patients

We supported 1,067 

children and  
young adults.

More than 1,350 

individual 
patient grants  
were given.

FOCUS ON RESEARCH
Over £120,000
invested in ground-breaking patient 
centred research that makes a 
practical difference.

EMOTIONAL SUPPORT
Nearly 3,000  
patients helped with support, 
counselling and advice.

PATIENT SUPPORT
Over £2.2million  

invested to support 
kidney patients and 
their families.

Throughout this report we will demonstrate the incredible ways we are helping to improve  
the lives of people with kidney disease and their families.
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2016 AT A GLANCE – just some of the ways we’ve helped and supported patients

Almost £400,000 was spent on  
respite breaks 
and holidays for patients and 
their families.

Over £1.4million

funding for 
renal staff
and improving  
services for  
patients.

Over 50 
hospitals
received funding  
from Kidney  
Care UK.

PATIENT CARE
Over £650,000
invested in holistic 
patient care.
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Emotional, financial and  
practical support

Our patient support initiatives

Life can be hard when you’re  
coping with a long term condition 
like kidney disease and it can affect 
your ability to work and to live life 
to the full. 
This often has an emotional and financial impact  
which is why we provide financial support to kidney 
patients and their families with our grants. 

Our patient grants enable people with kidney disease 
who are struggling to make ends meet. We can provide 
personal grants to pay for domestic costs, household 
items, travel expenses or education/training costs.

Our holiday grants allow patients and their families 
a well-deserved rest from the endless hospital visits 
and ongoing treatment. We give grants towards the 
cost of a basic holiday in the UK or overseas as well as 
funding children and young adult activity weekends 
for the hundreds of children living with kidney disease 
throughout the UK. 
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Holistic support for 
patients and their families 
Kidney disease can throw up many challenges in 
life. It’s a complex situation to face. Kidney disease 
not only affects the individual who is having to deal 
with the social and practical complexities of their 
condition, but it can also have a very significant 
effect on family and friends. 

We understand the needs of kidney patients and their families 
and we recognise the enormous emotional and psychological 
challenges they face, not to mention the medical and 
financial aspects.

Our focus at Kidney Care UK is to provide total support. We 
fund counselling, organise initiatives to enable patients to share 
their experiences and fund specialists to help people manage 
the psychological aspects of kidney disease. Our patient grants 
help patients facing difficult times to cover those unforeseen 
costs in life – the broken car or unexpected bill. But we also 
recognise the importance of having a break and our holiday 
grants allow people to get away and just enjoy time out. Or we’ll 
help to fund a purchase that can help someone recognise a 
dream or interest they wouldn’t otherwise afford. 

As well as the psychological and financial challenges people 
face there’s also the need for advice and guidance around 
everything from benefits and rights to medical advice and 
understanding. Our Advocacy Service, funding of the specialist 
InfoKID website and extensive range of information and advice 
guides provide patients and their families with up-to-date, clear 
advice and guidance.

While some people may only require our support in one area 
of their lives, many patients look for help across multiple areas. 
And that’s what we’re here to do: to provide holistic support 
that meets the emotional, financial, practical and social needs 
of patients and their families. 

Without you, my life 
would be lonely
“Thank you Kidney Care UK for the grant that 
meant I could have my car serviced and two 
tyres replaced. To be able to still run my car 
means so much to me as I can go visit my family. 
Without that my life would be very lonely.” 

Doris Priestly

“There’s always more to do and new ways to improve 
support and care for patients. Our commitment is 
always to keep moving forward, to meet the challenges 
and constantly to strive to deliver the best emotional 
and practical support for as many kidney patients and 
their families as we possibly can.”
Paddy Tabor, Chief Executive

Over £2.2 million 
spent on supporting patients  
and their families.

On average around

100 patients 
and their families supported  
every week.
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Being 
there in 
times of 
hardship
Living with chronic kidney 
disease can be extremely 
challenging. When you’re 
struggling to deal with being 
so unwell, trying to make 
ends meet can make life 
very difficult. 

We all want our children to enjoy the 
same advantages as their friends but 
school trips and special outings can 
be a struggle, an MOT or broken fridge 
becomes a huge anxiety and every new 
bill is yet another problem. 

When kidney disease and dialysis has 
had an impact on your ability to work 
and earn an income, our individual 
grants can give a little support in tough 
times; helping to pay for key items such 
as a fridge freezer or mobility aids or a 
small grant to pay for a course or study 
that would otherwise be unaffordable. 
Our grants help patients to manage 
their lives or afford an opportunity or 
essential item that would otherwise be 
beyond their reach.

Other ways 
we have 
helped kidney 
patients

900 
patients received grants for 
holidays, respite or renal trips.

A shoulder to lean on...
“Thank you so much for the grant which was a huge help 
with my financial situation after my kidney transplant. I was 
so worried about how I was going to make the payment so 
the grant really lifted some of that stress and worry. I have 
always tried to work full time with my illness, even with 
nine hours peritoneal dialysis a night. Now I feel reborn 
and ever so happy, despite the stress of not being able to 
work following my transplant. It is a huge comfort to know 
that charities like Kidney Care UK exist and are able to 
help, offer a shoulder to lean on and provide advice and 
support. Thank you all for everything that you do.” 

Marcus Fay, who received a grant of £520.47 towards his mortgage 
payment to cover a shortfall when he was unable to work following his 
kidney transplant surgery. 

Our patient grants programme

Your grant has truly 
changed my life
“When I started the course I was so worried that  
I wouldn’t be able to finish it, that I would be too ill  
or miss classes. I cried when I got my results;  
a distinction and 100 per cent attendance. It means 
so much more than anyone could understand. 
Beforehand I was in a very dark place but your grant 
has truly changed my life. Thank you Kidney Care UK, 
for allowing me to feel like I have a purpose in life.”

 Sharron Smith who applied for a grant to help her 
complete her holistic therapy studies.
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450+ 
patients helped with  
household goods or furniture.

£18,927 
supporting patients in  
education and training.

Making a difference In 2016 we gave over £800,000 in individual patient grants.

I was worried sick, it was  
a huge weight lifted
Bringing up a baby can be a worrying time but Emma and James had 
the added stress of James’ health and the impact that would have 
with Emma on maternity leave and only James’ income to rely on. 

“James, had already had a transplant 
from his father in 2008 but it began 
to fail when I was seven months 
pregnant with our daughter. He was 
put on haemodialysis just a few days 
before our daughter was born. I was 
a mum to a beautiful new daughter 
but at the same time I was struggling 
with helping James. Charlotte was 
born in early December 2014 and that 
Christmas, which should have been 
incredible, was so very difficult.

We were so worried about everything 
so when James’ dialysis nurse told 
us about the grants scheme run by 
Kidney Care UK we applied straight 
away. The charity kindly granted us 
a mortgage payment which made a 
big difference. We had so much to 
worry about, the last thing we needed 
was to also worry about money. I was 
worried sick about James, about our 
daughter, about the guilt of not being 
able to give her as much attention and 
just constantly stressing. Not worrying 
about the mortgage for a short time 
was just a huge weight lifted.

Thankfully, soon after an altruistic 
kidney donor came forward and 
James had his second transplant 
a day before Charlotte’s second 
birthday. Now we’re able to really live 
our lives and it’s a wonderful feeling. 
We’ve been given a second chance 
and we’re going to make the most  
of it.”

Emma Ross and James Fenwick, 
who received a grant to help with 
their mortgage payments.

1,367 
patients were 
supported with grants.
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Helping 
families 
get a break 
from kidney 
disease and 
treatment
Our holiday grants help 
patients and their families 
to afford a much-needed 
break, take some time out or 
enjoy some respite. 

It’s not just about getting away but 
also having the freedom to attend 
family events; no-one with kidney 
disease should miss a wedding  
or birthday party because they  
are worried about their dialysis.  
Kidney Care UK Dialysis Freedom,  
a vital service we fund is a real 
lifeline at times like this, helping to 
arrange dialysis swaps for patients 
going on a holiday or short break. 

Our holiday grants programme
Words cannot thank you enough
“I was up at 6am to walk along the promenade and enjoyed 
watching the sunrise. It all seemed so magical and left me feeling 
more positive and healthy. Thank you Kidney Care UK, although 
my words cannot thank you enough.”
Miss Janet Burns, dialysis patient, enjoyed a weekend break in 
Llandudno thanks to one of our patient grants.

882
patients and their families 
enjoyed a break.
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The perfect spring break
“The accommodation was perfect with 
plenty of space for the dialysis machine 
and we enjoyed many days out – it was the 
perfect spring break. We are very grateful 
for Kidney Care UK’s support – without it 
we wouldn’t have been able to spend this 
quality time together as a family.” 

Duncan, Carole and Kaitlyn McFarlane (and 
Piper the dog) enjoyed a break in Devon with 
the help of one of our grants. 

Memories for life
“Both of my kidneys are damaged so I have dialysis twice a week and 
am unable to work. With three children and just my husband’s income 
as a nurse, it is virtually impossible to be able to afford a family holiday, 
which is why we can’t thank Kidney Care UK enough for the grant that 
meant we could go to India. The children loved it and the memories will 
live with us all forever.” 

Mrs Tincy Joseph who was able to take a holiday to India with her 
family with the help of one of our holiday grants. 

A life changing holiday
“I couldn’t be more thankful to you for 
making my holiday possible with your 
grant. It was brilliantly wonderful to spend 
this time with my family. It was totally life 
changing. Thank you to each and every 
one of you at Kidney Care UK for making 
this possible.” 

Ameer Basnet who went to Portugal 
with his family after receiving one of our 
holiday grants.

Supporting kidney patients 
to have a UK break
“We often speak with patients who have not  
had a holiday for years and it would not be  
possible for them without the grants offered by  
Kidney Care UK. We’re all aware of the benefits of a 
break, both physically and mentally and our aim is 
to make that process as easy as possible for kidney 
patients. Every year we assist hundreds of patients 
in organising dialysis away from base in the UK – the 
scheme is a free service to UK patients and units.”

Laura Gleadell, Director at Freedom The 
Dialysis Holiday Specialist and Kidney Care UK 
Dialysis Freedom.

Absolutely priceless 

“I have been on dialysis 
since 2005 – I had a 
transplant in 2009 but it 
was not successful and had 
to be removed in 2010 – I 
was very ill that year. Even 
now I still feel very drained 
and lethargic on dialysis 
and I can’t walk too far 
without needing to take a 

rest. Thanks to the charity I was able to take my first 
holiday in ten years and it was a wonderful break. I 
was able to have dialysis nearby and it was just what 
I needed. As far as I am concerned, Kidney Care UK 
Dialysis Freedom is a priceless organisation.” 

Alan O’Brien, who was able to take a short  
break to Bournemouth thanks to funding from  
Kidney Care UK and support from Kidney Care UK 
Dialysis Freedom who arranged dialysis whilst  
he was away. 

£334,000 
awarded to help patients and 
their families get away.

267 
patients supported by  
Kidney Care UK Dialysis Freedom.
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When people 
need us to 
step in and 
get results
Advocacy is all about taking 
action on behalf of people. 
Every month we receive 
hundreds of enquiries 
about benefits, housing, 
transport, dialysis choices, 
work and simply managing 
day-to-day life. 

We help patients to gain access 
to the right people, services and 
support, and to ensure every 
patient is properly represented. 
Ultimately our Advocacy Service is 
about improving quality of life for 
kidney patients and their families – 
we believe that no-one should face 
kidney disease alone.

Our Advocacy Service

people were  
helped by our 
Advocacy Service.1,000 staff posts funded for 

counselling, psychosocial 
and advocacy support. 30
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Fighting your corner 
in every way 
Our National Advocacy Service provides in-depth 
information, support and representation on a 
range of issues including:

• Chronic Kidney Disease
• Treatment options
• Dialysis Away From Base
• Benefits, grants and employment
• Transport
• Emotional health and living well

We have a network of nine Advocacy Officers spread 
throughout the UK, who are trained to listen to, advise and 
represent patients. This means being persistent, resilient 
and challenging when the need arises. We often support 
patients in their dealings with renal units, local authorities, 
The Department for Work and Pensions (DWP) and their 
MPs. Where we’re not able to directly help we will signpost 
patients to organisations and individuals who can. 

Our Advocacy Officers regularly attend kidney education 
days at Trusts, speak at conferences, participate in national 
meetings/workshops and attend local Kidney Patient 
Association (KPA) meetings. Last year we introduced 
Advocacy Surgery pilots at some hospitals to raise 
awareness of our service for patients and carers – providing 
help, support, information and guidance on kidney 
related issues as well as our critical benefits advice and 
support services.

In 2016 we piloted our Home Dialysis Roadshows. The 
shows were attended by our Advocacy Team as well as local 
nursing units. Together they advised people on the benefits 
and requirements of home dialysis and gave dialysis 
demonstrations. We’re delighted to report that some 
patients have already signed up, and we’re looking forward 
to rolling out more roadshows next year.

It’s great to know that  
if I need it, you will be 
there to support me

Tom, 22, contacted us as he was 
finding life difficult coping with renal 
failure. He had been diagnosed with 
kidney disease as a child, and had a 
transplant in 2008 but it was failing 
and he was attending transplant 
clinic every three months. 

Tom told us he was struggling to transition into adult 
care, he felt isolated and didn’t feel he could trust his new 
medical team. He was struggling with accessing benefits 
and felt like he lacked purpose and direction. 

Rob, one of our Advocacy Officers, met up with him and 
his mother at his next appointment, we gave them our 
full support and helped Tom to transfer his care to a new 
renal centre where he has a much better relationship 
with his new medical team, has been granted Personal 
Independence Payment (PIP) and his Employment and 
Support Allowance (ESA) benefit has also been maintained. 
He has a much better understanding of his kidney disease 
and feels more positive about what lies ahead. 

Tom said: “I am so glad I picked up the phone that 
day. I had been a bit reckless with my medicine 
and my diet because I felt so helpless but with 
Rob’s help I was able to find my way… I can’t thank 
Rob enough and it’s great to know Kidney Care UK 
are there to support me.”

Working with the Renal Association 
to improve patient information

We recognise that good quality 
information can be as important as 
having someone to talk to. So, this 
year we formed a partnership with 
the Renal Association to develop 

the best quality patient information out there. We believe a 
partnership between the leading renal association and the 
leading patient support charity will improve the quality and 
range of information available. We look forward to working with 
the Renal Association to build and grow on our existing range of 
information and advice services.
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We’re here 
for you  
if you want 
to talk
Kidney disease can 
affect work, finances, 
relationships and  
self-confidence and our 
counsellors are able to 
listen and offer help and 
support to those who 
are unable to access 
counselling services in 
their local kidney unit. 
Our Telephone Counselling Service 
provides professional and confidential 
counselling, information, advice and 
support to patients and their families 
and is run by a team of specialist 
counsellors who are registered and 
accredited by the British Association  
for Counselling & Psychotherapy 
(BACP). At a time when you may be 
experiencing a range of difficulties or 
distress related to kidney disease,  
you may want to talk to a trained 
counsellor about things you might  
not feel comfortable discussing  
with anyone else. 

Our Telephone Counselling Service

I’m living life to the full
Following several disagreements with staff at his local kidney unit, 
Jagat was put in touch with our counselling team at Kidney Care UK. 
Having anticipated working until his retirement age, Jagat was  
deeply frustrated by how unwell and fatigued he felt starting dialysis. 
The experience came as a very unwelcome shock for him.  

We worked with Jagat to help him understand the demands of dialysis 
and the realities of his situation more clearly. In adjusting to the long-term 
management of his condition, Jagat was trying to make sense of medical 
jargon he found overwhelming. We helped him to appreciate how the stress 
of his situation was having a negative impact on his mood. Through our 
counselling we introduced strategies to help him to manage his stress levels. 
Among other things, Jagat started to sleep better and in time his mood 
improved. He felt less overwhelmed by his dialysis routine and started to 
engage more with staff and other patients on his unit. Jagat felt more involved 
in his treatment and supported by his renal team. 

“I needed to talk to somebody as things were just getting out of control. 
I found counselling very interesting, it made me see things in a different 
light and I feel a lot better for it; I’m now living life to the full. I got first class 
counselling that made me feel better. Thank you.”

“I needed to talk to 
somebody as things 
were just getting out 
of control.”

The stories on this page are based on real callers who used our counselling service in 2016  
– names and some details have been changed to protect identities and ensure confidentiality.
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It’s been life changing
Shirley’s husband has kidney disease and 
is on dialysis after his transplant failed. She 
contacted our Counselling Service after 
experiencing long-term anxiety and stress. 

She felt on edge, had problems sleeping and was 
constantly worried about losing her husband especially 
when his health started to deteriorate. Our counsellor 
worked with Shirley to explore the thoughts and feelings 
behind her anxiety and her fears of losing her husband. 
They also focussed on balancing her individual needs 
as a person with the demands of being a carer. 

“It’s been life changing! I no longer beat myself up for 
not being able to do everything and take things in small 
steps even when I get a really bad day. Also, I know I’m 
not alone and now support others in my carers group. 
I tell everyone about the Kidney Care UK counselling – 
being a carer is rewarding however it’s non-stop, so you 
need to take care of yourself too. Don’t wait and suffer 
in silence, get support as soon as you are able.” 

220
patients received telephone 
counselling and support.

“ Don’t wait and suffer in 
 silence, get support as  
 soon as you are able.”

As well as our own Counselling Service 
we also fund a number of different 
support roles and services that help 
kidney patients manage their mental 
health and wellbeing. You can read more 
about these over the next few pages.

“If, like Jagat, you’re struggling to 
live with the demands of kidney 
disease then why not give us a call 
to speak to one of our specialist 
counsellors on 01420 541424.”
Jacqueline Fraser 
MBACP Snr. Accred.

The stories on this page are based on real callers who used our counselling service in 2016  
– names and some details have been changed to protect identities and ensure confidentiality.
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Investing in better services and 
support to improve kidney care 

Our hospital grants programme

Better care and services 
As the UK’s leading kidney patient support 
charity, Kidney Care UK helps to fund a wide 
range of initiatives that improve patient services. 
Our hospital grants are open to applications for staff 
posts, innovative new projects that improve patient 
care, renal equipment, and occasionally for investment 
in major renal projects where NHS funding simply won’t 
meet the requirement.

Many of the posts we fund focus on the psychological 
wellbeing of patients and their families. Our strategy is 
to work in partnership with the NHS to provide funding 
where NHS projects or posts fall outside core NHS 
funding provision, which means our grants are always 
delivering added value. 

Over  
£650,000 
funding health roles for holistic  
patient care.
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An important part of our investment in better 
services is the creation of new jobs that improve 
patients’ lives and experiences. These are roles that 
would simply not be met by the NHS as they fall 
outside their funding criteria.

Last year we invested over £650,000 in key posts, many of 
which focus on the psychological needs of patients. Living 
with kidney disease can be incredibly challenging, so we help 
to fund therapists and specialists who help make that journey 
a little easier.

Our funding usually lasts for between one and three years after 
which we hope that the Trust will have recognised the value of 
the post and found the funds to continue. Here we look at just 
a few of the 29 positions funded by Kidney Care UK last year.

Funding  
critical roles

A service that fits in with 
patients’ lives
“As a Renal Counsellor, I not only provide support 
to patients but also help to educate staff who are 
involved in their dialysis, helping them to understand 
the psychological impacts of kidney disease and how 
patients might feel when they come for dialysis. 

My role enables me to provide counselling whilst patients are on 
dialysis. By providing a service that they can use during dialysis, 
rather than having to fit in yet another appointment, makes 
people’s lives easier. We also offer phone appointments and 
assessments to save patients time and money. 

Over the past year I have provided 212 counselling sessions and 
I supported about 170 patients and family members.”

Sharon Byrne, Renal Counsellor 

Since our initial funding Sharon’s role has 
been taken on by the Trust.

Just what the doctor ordered
“My role, funded by Kidney Care UK, is to recruit and 
train volunteer therapists in skills like aromatherapy, 
reflexology, Indian head massage and Reiki. 

Our therapists help in five renal units within the North West, 
delivering therapies to patients whilst they’re on dialysis. 
Complementary therapies help ease muscular or bone pain, 
reduce stress, symptoms of restless legs, dry skin, itching 
and cramps. 

One of the patients we worked with was a gentleman called 
Vic. During dialysis, Vic experienced severe cramps in his 
legs. One of the therapists offered him massage therapy. 
Vic’s pain was extreme but the massage quickly began to 
help. That evening Vic went for a walk without his stick and 
described the treatment as ‘Nothing short of a miracle’.” 

Jan Cairnie, Complementary Therapy Practitioner at 
Salford NHS Trust, funded by Kidney Care UK

Last year we funded
29 new posts 
outside core NHS funding provision.

The NHS maintained
funding for 6 posts 
previously funded by Kidney Care UK.

Over  
£650,000 
funding health roles for holistic  
patient care.
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Our hospital grants programme

The first ever Patient Reported Experience  
Measures (PREM) survey
Working in partnership with the Renal Registry, 
Kidney Care UK produced and delivered the first 
ever Patient Reported Experience Measures (PREM) 
survey. This survey puts patient views at the heart of 
improving services and care. 

Three quarters of the renal units in England took part and 
we’re working with the UK Renal Registry to build on the first 
year of the survey, which includes having it accredited by the 
University of Hertfordshire. 

“Our focus is always to add value 
and improve support to current 
NHS provision. Everything we do 
aims to improve life for patients.” 
Paddy Tabor, Chief Executive

“ PREM is all about   
 putting kidney patients  
 at the very heart of  
 renal care.”
 Paddy Tabor, Chief Executive
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Recipe for success
Knowing what you can and can’t eat can be very 
tricky and confusing for kidney patients, which 
is why we gave a grant to the Renal Dieticians 
at the Royal Devon and Exeter NHS Foundation 
Trust to help produce a renal recipe book. 

Angeline Taylor, Renal Dietitian at the Trust, said, 
“Kidney disease can put restrictions on the food patients 
can eat. We’ve created a cookbook to help patients put 
into practice the dietary information we give them, with 
simple every day dishes that they can enjoy at home or 
bring with them to dialysis.”

The funding from Kidney Care UK helped us to produce 
and publish a high quality book that we can give to our 
patients for free. 

Renal patient Brenda Pooley said: “I’ve tried a couple 
of recipes from the cookbook already and they 
have been very good. I’ve found the recipe book 
very reassuring and I trust it because it’s from the 
dietitians themselves.” 

“ Kidney Care UK’s funding helped us 
to provide the recipe book free 
to our patients.”

Working with local Kidney  
Patient Associations (KPAs)
As part of our grants programme local KPAs can 
apply for financial assistance – enabling them to 
amplify the incredible work they’re already doing 
to help more patients on the ground.

“I have been lucky enough to work with the team at  
Kidney Care UK for several years. Our small team at Salford 
is only able to deliver the breadth of patient support we do 
thanks to our relationship with Kidney Care UK. Working with 
the team is a joy.”

Keith Pennington, Chair of Hope Kidney 
Patients Association and member of  
Greater Manchester Kidney Information 
Network (GMKIN).

Over  
£700,000 
invested in initiatives to improve 
patient services, support and care.

Over  
£1.4 million 
in funding for renal staff and 
improving services for patients. 
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Supporting 
children and 
young people 
through 
the unique 
challenges 
they face 
Kidney disease affects 
nearly 1,000 children in 
the UK. Our mission is to 
support these children 
through their childhood 
and their transition to  
adult life. 
Kidney disease can be a huge challenge 
for young people; disruption to 
school can impact on academic 
achievements; the time lost through 
dialysis and check-ups, medication and 
related treatments makes it hard to fit 
in with the social activities of peers; and 
often young adults find themselves 
isolated in renal units surrounded by 
older patients. The demands of care 
can result in a parent having to give 
up work, reducing family income. The 
emotional impact can make life very 
difficult for the whole family.

Making a difference to young people

1,067 We supported  
over 1,067 children  
and young adults.
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Small things can make 
all the difference 
Kidney Care UK has been a pioneer in developing 
the role of the young adult worker in renal units. 
Over the last three years we have funded seven 
new roles across the UK.

Last year our young adult workers from Guy’s and  
St Thomas’, St George’s and the Royal Free hospitals 
organised a bowling trip for 15 young kidney patients, funded 
by Kidney Care UK. Gemma Hockey, one of the Young Adult 
Workers we funded, explains how important these days are 
to young people.

“These events are so important for emotional wellbeing. 
It’s an opportunity for young people to meet other patients 
of a similar age, in a similar situation. Many younger kidney 
patients feel like they are the only ones of their age in the 
hospital, particularly if they have a stay on an adult ward. 
Organising an event for young people to get together and 
have fun in a relaxed environment allows them to enjoy 
the support of their peers, have experiences and enjoy an 
opportunity to escape the day to day ordeal of living with 
kidney disease.

The group all had a great time. It was great to hear the 
conversation about their experiences and life in general 
while tucking into pizza! Thank you so much for funding this 
Kidney Care UK, and for allowing young adults to get the 
chance to be together and have some fun.” 

Easy accessible online 
advice and information
When parents find out that their child has a kidney 
disease it can be a very distressing time. 

They want to understand more about the illness and what 
it means for their child and their family, but finding the right 
information can be difficult. That’s why Kidney Care UK funds 
the InfoKID website in partnership with the Royal College of 
Paediatrics and Child Health and the British Association for 
Paediatric Nephrology. The InfoKID site provides 46 online, 
downloadable factsheets covering different kidney conditions, 
tests and treatments, information and useful contacts. 

95%
of healthcare professionals we spoke to believe 
that InfoKID is a useful resource for parents 
and carers of children and young people. 

10

InfoKID has

8,500 
visitors every month.

staff funded who are  
dedicated to the wellbeing of 
children and young adults.

“Organising an event for young people 
to get together and have fun in a relaxed 
environment allows them to enjoy the 
support of their peers, share experiences 
and enjoy an opportunity to escape the day 
to day ordeal of living with kidney disease.”
Gemma Hockey, Young Adult Worker
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Time out  
amongst 
friends 
Our Ravenstor 
Weekend, Newgale trip 
and Fairthorne Manor 
Week are highlights 
of the year for young 
kidney patients. 
They provide a chance to relax, 
laugh and unwind among friends, 
who understand and share the 
trials of living with kidney disease. 
They give young adults a chance to 
meet others who understand what 
it’s like and to also get a break from 
their day to day lives. 

 “ One thing I hear a lot from young  
 renal patients is ‘I can’t do that’.  
 There are very few things they  
 can’t do; we spend the weekend  
 helping them break down  
 barriers and take them on a  
 journey to find out what they  
 are capable of.”
 Shaun Thomas, University Hospital Wales, who takes a group  
 of children and young people to Newgale Lodge in West Wales  
 each year.

Ravenstor
For the fifth year running we sent nearly 60 young 
adults from across the UK to Ravenstor. Activities 
included orienteering, rock climbing, bush craft, 
arts and crafts – not to mention music and the all-
important, karaoke! 

“I’m gonna be replaying this weekend over 
and over again in my head for ages. Thanks 
Kidney Care UK, and thanks everyone, you 
were all amazing!!!”
James. 
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A shared experience 
at Fairthorne Manor 
Kidney Care UK supported 10 children 
and young people, aged between 10 and 
15, to go on an activity week at Fairthorne 
Manor, near Southampton. Over the course 
of the week this group took part in a blind 
trail, orienteering, an obstacle course, den 
building, trekking, fire lighting, sailing, raft 
building, kayaking, aqua slide, zip wires, 
speedboat trip, abseiling and archery.

“I felt ‘normal’ it was nice to share  
our experiences of being a renal 
patient and to meet other people  
in the same situation.”

“Seeing other people’s scars and 
hearing their stories and seeing how 
well they are was helpful!”

£33,000
sending 121 children and young people with 
kidney disease on residential stays or day trips.

We spent
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Working 
together to 
make the 
Transplant 
Games such  
a success 
Kidney Care UK is one of 
the core sponsors of the 
British Transplant Games. 
We also support individual 
teams to attend and bring 
as many supporters as 
possible. In 2016 we funded 
16 teams to compete in  
the games. 
“The support from Kidney Care UK has 
meant that the games have continued 
to go from strength to strength. It’s such 
a joy to see so many people showing the 
life-changing difference a transplant 
can make.” 

Andy Eddy, Chair of Transplant Sport.

“We are extremely grateful for  
Kidney Care UK’s continued support of 
our team of wonderful children from 
Evelina London. It’s a joy to see our 
children outside of the hospital, for 
many it is quite simply the highlight of 
their year.”

Munira Asaria, Renal Social Worker  
at Evelina London Children’s Hospital. 

16 hospital teams
were provided funding, enabling them to take 
part in the Transplant Games.

Going for Gold at the Transplant Games
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“We are honoured to be able to take a team 
of eight children and young people who 
have had transplants up to the Transplant 
Games. We simply couldn’t do this without 
the support of Kidney Care UK; the joy on the 
faces of everyone on our team is something 
you can never put a price on.”
Sarah Grylls, clinical nurse specialist in paediatric nephrology 
at Southampton Children’s Hospital.

“ There are many Daniels out there and  
 these games celebrate all of them.”

Over 
£50,000 
in support of the British Transplant Games. 

A tough competitor with winning ways
Daniel was born in August 2007 and 
from the day he arrived Daniel has 
shown a determined and inspiring 
spirit. Daniel’s parents, Darren and 
Sandra, tell us why the Transplant 
Games mean so much to them all.

“It was thanks to the funding from  
Kidney Care UK that Daniel went to his first 
games in 2016 as a proud member of the 
Nottingham Children’s Hospital ‘Kinder 
Crew’ Transplant Games team. Seeing our 
‘little man’ pick up two medals provided a 
moment to reflect on his progress.

Daniel is nine now. He’s had an incredible 
journey to get to where he is today. To look at 
him now it would be easy just to see a happy 

and thriving boy who loves to play sport 
and enjoys life. But when he was born Daniel 
suffered major trauma and was moved to 
four hospitals in the first few weeks of his  
life. It was touch and go, but he refused to 
give in. Against the odds he battled his way 
through and we finally brought him home 
in time for Christmas. The traumas Daniel 
experienced in those early days resulted in 
end stage renal failure and we were told a 
transplant would be needed. In November 
2014, thanks to an amazing person who 
donated a kidney, Daniel underwent a very 
successful transplant.”
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Driving 
improvements 
through our work 
with the British 
Renal Society
For more than five years now we have 
partnered with the British Renal Society 
to create an annual grants programme to 
improve patient centred research. Our focus 
is to improve the level of research in both the 
practice of kidney disease treatment and the 
support of patients. Our work is critical in an 
area identified in the National Renal Research 
Strategy as being under-resourced. The  
joint research committee, chaired by Professor 
Paula Ormandy, draws on the expertise and 
skills of health professionals and researchers, 
alongside patients.

Our patient-centred research

Investing in vital research 
Professor Paula Ormandy is Vice President for Research of the 
British Renal Society. With the support of Kidney Care UK,  
the British Renal Society is investing in life changing research.  

Paula said: “Through funding this research Kidney Care UK has directly 
improved care for kidney patients and had a significant impact in 
improving the quality of life of thousands of people with kidney  
disease throughout the UK.

By working together we are able to focus our research grants on the 
treatment of kidney disease as well as the support that people with 
kidney disease receive. Both areas are under-resourced in the National 
Renal Research Strategy and so it is vital that we collaborate to help 
improve research in these areas.” 

invested in ground-breaking 
patient-centred research that 
makes a practical difference.

£120,000
Over
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Understanding how 
exercise can affect  
dialysis treatments
We are pleased to have feedback from  
Dr Sivakumar Sridharan, Consultant Nephrologist 
at Lister Hospital regarding the funding we 
provided in his study into whether physical  
activity impacts on dialysis requirements of 
haemodialysis patients. 

Dr Sivakumar Sridharan told us; “We studied the 
relationship between increased physical activity and 
dialysis requirements in 120 haemodialysis patients. Our 
results showed that increased physical activity may warrant  
a higher dose of dialysis and hence, the dialysis needs to  
be individualised according to individual’s activity levels. 
The funding received from The British Renal Society and  
Kidney Care UK has been of great help to conduct  
this study.”

Dr Ragada El-Damanawi adds: 

“The support from the British Renal Society and 
Kidney Care UK has been vital in allowing us to 
design and set up the DRINK feasibility trial. If the 
results are positive this will have a major impact 
on the advice given to patients, and potentially on 
global kidney health and the costs of healthcare.”

DRINK trials progress 

Last year we funded new trials into the positive 
effects a significant intake of water can have in 
reducing the levels of a hormone called vasopressin in 
patients with an inherited disease called Autosomal 
Dominant Polycystic Kidney Disease (ADPKD). 
Vasopressin can accelerate the deterioration of the 
kidneys, so suppressing it is a positive thing. 

Polycystic Kidney Disease affects 12.5 million people around 
the world. The only medication that has been developed 
to treat the condition is a drug called Tolvaptan. However, 
Tolvaptan is unavailable in many countries and has some 
potentially serious side effects including liver damage. It has 
been suggested that high water intake blocks the release of 
vasopressin in the same way Tolvaptan does. But to date there 
have been no studies in humans to prove this. 

Thanks to a grant from Kidney Care UK and the British Renal 
Society, a research team led by Dr Thomas F Hiemstra PhD 
FRCPE and Dr Ragada El-Damanawi at Addenbrooke’s Hospital 
have set up trials known as DRINK (Determining feasibility of 
Randomisation to high vs. ad libitum water INtake in Polycystic 
Kidney Disease). The main aim of DRINK is to determine 
whether it’s safe for people to stick to an individual daily 
prescription of high water intake (between 2–4 litres/day). The 
researchers have developed smartphone apps that enable 
participants to self-monitor urine dilution and daily fluid intake. 

If DRINK shows us that participants can safely drink high 
amounts of water, the team can proceed with the next stage of 
the research which will be to do a larger global trial to see the 
effect of high water intake on cyst growth and kidney function.

We studied the relationship between 
increases in physical activity and dialysis 
requirements in 120 patients.
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Standing up for better care and 
treatment for kidney patients 

Our campaigning and influencing work

As well as funding improvements to patient care,  
support and services, Kidney Care UK works tirelessly  
to influence government policies in the interests of  
patients. We introduce politicians to kidney patients 
who can explain some of the challenges they face.  
Much of our policy work involves networking with  
national policy makers to inform them and help  
shape policy to best support kidney patients. We advise 
on many aspects of patient care and experience, 
including the physical, psychological and financial 
impact of kidney disease. We use evidence and 
patient experience to inform our commentary on 
developments in dialysis, patient treatments and 
services and to keep the voice of kidney patients strong.

 In 2016 
 we joined
A new renal services clinical reference group to NHS  
England, combining dialysis and transplant services. The group 
will advise on the way services are delivered and measured. 

The National Institute for Health and Care Excellence 
 (NICE) Renal Replacement Therapy development group. 
The group will provide national guidance on preparing for renal 
replacement therapy for adults and children.
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Supporting the Longfellow family
In May 2013, Andy and Jo Longfellow discovered that their 10 year  
old daughter Abi’s kidneys were failing due to an incurable and 
aggressive strain of a rare condition called Dense Deposit Disease, 
which had been triggered by two throat infections contracted a few 
months earlier.

Abi needed a transplant. At the time a ‘wonderdrug’ called Eculizumab was 
identified as the only treatment available to protect a transplanted kidney from 
the disease attacking again. Unfortunately, it came with a £250,000 price tag. 
Multiple applications for funding of the drug were submitted to NHS England, 
but were rejected on the grounds it did not meet what is known as ‘clinical 
exceptionality’ (whereby the patient is significantly different to the general 
population of patients with the same condition). By now Abi was on dialysis for  
up to 12 hours a day. 

Abi and her parents began campaigning. Abi wrote to the then Prime Minister, 
David Cameron, and Andy and Jo began campaigning to change NHS England’s 
mind by raising a petition with 200,000 signatures. They appeared on local and 
national TV and radio programmes and the national press. 

Finally, after two years of campaigning, NHS England confirmed the funding  
for Eculizumab in early 2017, allowing patients like Abi to receive this life  
changing treatment. 

In the NHS England press release, Fiona Loud, our Policy Director, said: “It is an 
important decision for people with this rare disease, and key to their being able to 
receive a transplant. It is vital that we maximize the success of every single kidney 
transplant as there are still not enough donated kidneys to allow everyone who 
needs a transplant to have one.”

Kidney Care UK supported the family through their battle, working with NHS 
England and responding to their consultation. 

Patient  
Advisory group
Our Patient Advisory Group is 
made up of between 10 and 20 
expert and energetic patients 
who work closely with us to 
provide patient perspectives 
about services, support  
and care. 

Last year they advised us on 
appropriate new research 
and improvements to patient 
information. They are a great 
strength to the charity, and we very 
much appreciate the contribution 
they make.

Our successful 
appeal against 
NICE
We were very pleased that  
our appeal against NICE’s  
(the National Institute 
for Health and Care 
Excellence) decision to 
restrict the availability of 
immunosuppressant drugs  
was upheld. 

NICE’s multiple technology 
appraisal had decided not to 
recommend six out of the nine 
drugs currently used to prevent a 
kidney transplant from rejection.  
In partnership with patients, 
clinicians and the kidney 
community, we campaigned against 
this decision. We were especially 
pleased that five of our appeal 
points were accepted (four fully 
and one in part). Together we 
have shown strength and unity in 
overturning a decision which was 
not in patients’ interests. 

Andy and Jo said: 

“The campaign 
has been physically 
and mentally exhausting for 
everyone involved, especially 
Abi. However at every twist and 
turn of this journey we have been 
overwhelmed at the global and 
high profile support which has 
unconditionally followed, such as 
that from Kidney Care UK.”



Get involved and help support our work
If you would like to make a donation or find out other ways in which you can get involved and help us 
support more kidney patients, please complete the form below and send it to us in the envelope provided, 
or you can post it to us at: Kidney Care UK, 3–4 The Windmills, St Mary’s Close, Alton, Hampshire GU34 1EF.

  Please claim Gift Aid and boost this donation by 25% (at no extra cost to me)*

*Please be aware that by ticking above you are agreeing to Gift Aid your donation and any donations  
that you make in the future, or have made in the past four years, to Kidney Care UK. You are agreeing that 
you are a UK taxpayer and understand that if you pay less Income Tax and/or Capital Gains Tax than the 
amount of Gift Aid claimed on your donations in that tax year (6 April one year to 5 April next) it is your responsibility to pay any 
difference. We currently receive an extra 25p for every £1 you donate. Other taxes such as council tax and VAT do not qualify.

Please accept my gift of £

Card no.

Security no.

Start date End date/ /

Issue no.

I’d like to make a donation

I’d like to get involved
  I would like to know more about general fundraising opportunities .

  I would like to know more about planning a fundraising event, such as a bake sale.

  I would like to know more about challenge events, such as the London Marathon.

  I would like to know more about setting up a regular gift.

  I would like to know more about donating goods, such as used stamps or old and foreign currency.

  I would like to know more about leaving a gift in my will.

  I enclose cash/ a cheque/postal order (made payable to Kidney Care UK), or

  Please debit my Visa/Mastercard/Maestro/CAF card

You can also make a  
  donation or set up a  
     regular donation online 
        at kidneycareuk.org
              or by calling us on
                   01420 541424

Thank you for your support

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

Title

Address

Contact No.

First name Surname

Postcode

My details

Email



The incredible things our supporters do always amaze us; from 
walking long distances to challenging your greatest fears; from 
baking delicious cakes to collecting stamps or finding homes for 
our collection tins; from those who give every month to those 
who leave a gift in their will, it is thanks to your generous support 
that we are able to help so many kidney patients and improve the 
care, services and support they receive.

We want to make it easy and fun to support us. If you would like to 
get involved, simply let us know what interests you (overleaf) and 
together we can improve lives for kidney patients. 

 

who make this all possible
A huge thank you to everyone

Your support is so important



Roger walks 1,200 miles in support  
of Kidney Care UK

Having just retired Roger Gill decided to  
walk from his front door in Hebden Bridge, 
Yorkshire to his holiday home in Santa  
Vittoria, Italy, a mere 1,200 miles, to raise 
money for Kidney Care UK. 

“After being diagnosed with a heart condition I realised that life is too short and 
I decided to take on a challenge. I chose Kidney Care UK because my daughter 
was born with just one kidney and she is now a renal nurse who cares for  
kidney patients.” 

Roger walked around 20 miles a day on a route that took him across the Alps! 
Roger’s incredible journey raised more than £1,650 for the charity. 

We couldn’t 
do it without 
your support
We want to make it  
easy, and fun, for you  
to support us. 
You could join Roger, Kate and Abi and 
Sofia in fundraising for us. You could join 
the 130 committed supporters who give 
to us each and every month or the 250 
individuals who regularly donate goods, 
such as used stamps or old and foreign 
currency. You could show your support 
through ordering our Christmas cards 
(this year’s collection is available now) or 
securing locations for our collection tins 
in your local community. 

There are lots of different ways you can 
get involved and help support kidney 
patients. To find out more please 
complete the attached form, visit  
www.kidneycareuk.org or call us on 
01420 541424.

THANK YOU!

Kate rides 300 miles and raises  
£2,444 for Kidney Care UK
Kate West spent four weeks riding 300 miles to support Kidney Care UK. 
Following her own experience of kidney disease and subsequent  
transplant, Kate felt more needed to be done to raise awareness and 
funds for kidney patients. Despite having limited eye sight, Kate  
saddled up and headed off.

Kate told us: “It wasn’t the doctors who told me about Kidney Care UK it was  
other patients. I wish more people knew about the great work the charity does. 

Because of my sight, I knew the ride was going to be a challenge. Just to put my trust 
in other people and the horse, when I can’t see clearly more than 10 feet in front of 
me, is immense. The last day was very emotional as so many people came to walk 
the last mile with me. I am so proud of what I achieved and being able to  
raise £2,444 for Kidney Care UK.”
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I wanted to give  
something back
Sofia was born with kidney failure in 2008. She has 
spent most of her life in and out of hospital. On her 
first birthday Sofia started dialysis at a specialist  
children’s hospital three hours away from home.  
Sofia and her family were travelling 400 miles a day, 
four times a week for this life saving treatment. 

In 2011 Sofia received a kidney transplant. Sadly, the kidney 
failed within a week. Unable to work and meet the costs  
of travel, Sofia’s mum Abi contacted Kidney Care UK  
for assistance. 

Abi told us, “Seeing your child so poorly and having to travel so 
far for her dialysis has really had a huge impact on our lives, and 
on our finances. Kidney Care UK has been there every step of 
the way. Knowing the difference a grant made to us, I wanted  
to give something back and help others.” 

Abi and Sofia has raised over £1,000 for the 
charity to help support other people who find 
themselves in need of help in difficult times. 

Visit www.kidneycareuk.org/get-involved

Call 01420 541424

Email fundraising@kidneycareuk.org

However you choose 
to support us we’re 
here for you every 
step of the way.

88p of every  £1 goes directly to improve the lives of 
kidney patients and their families.



Kidney Care UK 3 The Windmills, St Mary’s Close, Turk Street, Alton GU34 1EF
T: 01420 541424 | F: 01420 89438 | info@kidneycareuk.org | kidneycareuk.org
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Formerly 

Kidney Care UK provides 
support, advice, counselling 
and financial help for kidney 
patients and their families.
We fund the improvement of renal equipment, services 
and specialist staff. We also invest in research and help 
to influence government and NHS policy. 


