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Hello, and welcome to your Kidney 
Matters.

It’s spring, which means the evenings 
are lighter, the sun warmer and the food 
tastier. At this time of year here in the 
Kidney Matters office we’ve been busier 
than ever gathering exclusive interviews 

with the people who can help shape our everyday lives, and 
reporting the news that matters to you.  

If you’re new to dialysis and are worried that you may not be 
able to continue to work, you will find Tony Chaplin’s experience 
an interesting read on page 4.  And if you have ever wondered 
what hinders some Muslim communities from fully embracing 
organ donation, our interview with Amjid Ali on page 20 will 
answer those questions for you. We also keep you bang
up-to-date on what is happening in Parliament and celebrate 
that the Organ Donation (deemed consent) Bill has now 
become law and will come into effect next year.

If you receive your Kidney Matters at home you will have 
noticed that we are doing our bit to reduce the amount of 
plastic waste we generate.  No more plastic envelopes for 
the 23,000 issues of Kidney Matters we send out four times a 
year; our new paper envelopes are here to stay.

We’d love to hear your comments on any aspect of Kidney 
Matters.  What would you like us to address?  Do you have an 
interesting story to tell?  Get in touch with us at: 
editor@kidneycareuk.org and we will do our best to feature 
your contribution in a future issue.

Enjoy the read

Deborah Duval
Editor

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

Message from the editor

Tel: 01420 541424
www.kidneycareuk.org		•		info@kidneycareuk.org
Facebook:  facebook.com/kidneycareuk.org 
Twitter:  @kidneycareuk
Instagram:  @kidneycareuk 

   Who’s who at Kidney Matters
Editor ................................................................. Deborah Duval
Deputy Editor ...............................................................Sue Lyon
Designer ........................ idmedia (contact jd@idmedia.uk.com)
Printing, Packing & Posting .................www.pollardsprint.co.uk

There are lots of 
different	ways	that	you	
can help us support 
kidney	patients
Whilst Kidney Care UK is a charity we do 

appreciate	that	not	everyone	is	in	a	position	to	

donate	money.	There	are	lots	of	different	ways	

that	you	can	help	us	support	kidney	patients.	

If you are a regular Amazon shopper you can sign 

up via Amazon Smile and Amazon will make a 

donation	to	us	for	every	purchase	you	make.	If	

you	or	your	family	often	write	or	receive	letters	

you can keep hold of your used stamps and 

donate them to us (this applies to old/unused 

foreign currency too). You can also speak to local 

organisations,	even	your	local	library	and	GP	

surgery, and ask if they’d be happy to display 

a	poster,	collection	tin	or	some	leaflets	to	help	

raise awareness. You can also support us online, 

by following and sharing our posts on Facebook, 

Twitter,	Instagram,	LinkedIn	and	YouTube.	

And if you like to get out and about we need 

volunteers	at	big	sporting	events.		We’d	love	to	

welcome you down at our cheer points at events 

like	the	Royal	Parks	Half	Marathon,	the	Transplant	

Games	or	the	Great	North	Run.	We	appreciate	

whatever	support	you	are	able	to	offer	us,	no	

matter	how	big	or	small.		

 

KidneyMattersWelcome to  KidneyMatters

© Kidney Care UK 2016 is the operating name of the British 
Kidney Patient Association.  A charitable company limited by 
guarantee.  Registered in England and Wales (1228114).   
A charity registered in England and Wales (270288) and 
Scotland (SCO48198).

www.kidneycareuk.org
www.10foottallphotography.co.uk
mailto:editor@kidneycareuk.org
www.kidneycareuk.org
mailto:info@kidneycareuk.org
www.facebook.com/kidneycareuk.org
https://twitter.com/kidneycareuk
https://www.instagram.com/kidneycareuk/
mailto:jd@idmedia.uk.com
www.pollardsprint.co.uk
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Kidney	Matters visited the bustling Arriva depot in Tamworth 
to talk to Tony and his manager, Ben Law, to learn more about 
how they worked as a team to come up with a plan that would 
see Tony safely and legally continue to do the job he loves – 
driving buses—and Arriva keep their experienced and hard-
working employee. 

Tony explains. “When I moved to Tamworth and applied for 
this job in 2014, I was open and honest about my kidney 

transplant, which was working well at that time.  I knew that, 
given I had been transplanted at a young age, there was a 
chance that at some point in the future the transplant might 
fail and I would need dialysis and another kidney transplant.  
I did this for a number of reasons, but primarily I needed to 
explain why I had to attend regular check-ups at the hospital.  

“So, a couple of years later when my transplanted kidney did 
begin to fail, Ben was already aware of the facts and this 
meant it came as no surprise to him that I would need to 
attend hospital appointments even more frequently.”

Tony was born with one kidney and whilst this provided 
adequate kidney function for nearly two decades, it started 
to struggle and by the time he was 19 he needed dialysis.  
He received a successful kidney transplant the following year 
and from that point for the next 23 years managed to lead a 
reasonably normal life, which included full-time employment 
with excellent kidney function. 

When in 2016 Tony informed General Manager, Alistair 

Timms, that his transplant was failing, Alistair asked him to 
work with Ben to come up with a plan that ensured Tony was 
able to keep working for the Company. Alistair commented,

“If it enables you to keep working here, assume it has my 
approval.”

Initially this meant adapting Tony’s work rota to accommodate 
the increased hospital visits Tony needed for tests and to 
plan his return to dialysis.  But as an employer mindful of 
the stringent rules imposed by the Driving Vehicle Licencing 

Presented with an employee diagnosed with chronic kidney disease (CKD), who will 
face a period of declining health, and then an unspecified length of time receiving 
dialysis until a kidney transplant is offered, an employer might be tempted to reach 
for a P45 and plan the employee’s exit interview. Fortunately for 46-year-old Tony 
Chalpin, this was not the case when he explained to his employer, Arriva Midlands, 
that his kidney transplant was failing.

Still in the 
driving seat

www.kidneycareuk.org
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“If it enables you to keep 
working here, assume it has 

my approval.”

Agency (DVLA), Ben also had to consider Tony’s safety at work 
and the safety of the passengers travelling in Tony’s bus.

Tony’s work colleagues were swift to offer their support by 
accommodating adjustments to the team’s work rota to 
allow Tony the flexibility he needed to attend his hospital 
appointments. And Ben worked with Tony to ensure his DVLA 
paperwork was updated with his medical diagnosis and that the 
necessary medical assessments were completed and sent off 
for approval.  Waiting for approval from DVLA was a tense time 
for the whole team but was eventually received, which meant 
Tony had permission to continue to drive buses. Ben also came 
up with a plan that would see a relief driver sent from the depot 
to take over from Tony if he felt unwell whilst out driving.  

Ben explains,
“We knew that Tony had a lot on his plate at that time.  But 
until Tony explained exactly what dialysis was nobody here had 

a clue that that this work colleague who we’d known for years 
had a whole other life to live at the hospital, where he had to be 
fitted up to a machine for hours every week in order to stay alive.  
Swapping a few shifts around so that Tony could fit in his dialysis 
routine and have time after these to recover, was the least we 
could do to support him. We wish we could have done more.”

In the months leading up to starting dialysis, there were 
moments where Tony admits he was feeling so ill and weak 
that he was not completely sure he would ever be well 
enough to return to full-time work. But a few weeks into a 

regime of regular dialysis sessions (3 times a week at his local 
unit), he did start to notice an increased level of energy and 
soon started to plan his return to the depot. 

For Tony, his employment is also an act of defiance against the 
perceived restraints that dialysis and CKD places on kidney 
patients.  He has friends at work and a social life around 
it.  In addition, his job is one that requires his undivided 
concentration.  So, mentally he is focused on his work and 
driving rather than his CKD and treatment.  He is very clear 
that being at home ‘just waiting for the next dialysis session’ 
would have a negative impact upon his mental health.  And, 
as far as Tony is concerned CKD is simply not going to be 
allowed to do that. 

“In the early stages I spent a lot of time trying to find out how 
other kidney patients were addressing the employment issue 
by joining online kidney patient groups and forums.  But I was 

disappointed to notice that most patients reported negative 
experiences with their employers.  Employers just didn’t seem 
to realise that if they work with their employee to understand 
what CKD means, like Arriva has done with me, everyone is a 
winner in the end”

As Tony’s fitness returned, he sat with Ben to work out a 
sustainable work rota that would see Tony come back to work 
on a part-time basis at first, but with regular reviews to see how 
he was feeling.  He started back working two days a week and 
after a couple of weeks realised that he felt well enough to  > 

www.kidneycareuk.org
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“Employers just didn’t seem to realise 
that if they work with their employee to 
understand what CKD actually means, 
like Arriva has done with me, everyone 

is a winner in the end.”

Tony (on the Left) and 
Manager, Ben at the Arriva 
Depot in Tamworth

www.kidneycareuk.org
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My experience of employment as a kidney patient dates 
back to 1997 and includes work in the private, public, 
charity and voluntary sectors. Suffering from FSGS/
nephrotic syndrome and requiring the usual drug therapy 
and renal replacement therapy, I have experienced de-
teriorating native kidneys with symptoms of acute gout, 
pitted oedema and anaemia; haemodialysis, transplanta-
tion and maintenance therapy plasmapheresis - I am now 
on home haemodialysis.

During this time, I’ve found the going good and bad, 
and experienced falling out of employment and all that 
brings. I have been open with employers and less open 
-  although always honest. Experience has taught me to 
judge each situation differently, to be sure of work place 
policies, seek out flexible work practices: i.e. working 
from home, compressed hours, and fair policies on sick 
leave, e.g. when you might need time off for a transplant. 
Above all, it’s about be being prepared and confident – 
that’s where Advocacy comes in.

Our Advocacy Officers can support you in explaining CKD 
and its treatment to your employers. Perhaps accom-

panying you at work 
place meetings or 
producing supportive 
letters. It can help your 
employers to hear from 
an independent source 
who also has personal 
experience. We can 
help illustrate particu-
lar diseases and treat-
ments, highlight that 
symptom burden is equivalent to living with cancer, and 
that treatments are life-saving. We can listen to you and 
understand your situation and develop a plan drawing on 
a service that has many years of patient experience under 
its belt and a fingertip on welfare expertise.

We always advise where possible, to 
engage with your work-place union to 
get an extra layer of support.

How may we help? The role of
advocacy in talking to employers

More information
To download a copy of our employment advice leaflet go to www.kidneycareuk.org/booklets

If you would like to arrange to speak to an Advocacy Officer about your employment  
concerns please call us on 01420 541424 or email your enquiry to info@kidneycareuk.org
or go to: www.kidneycareuk.org/advocacy

do more.  Ben approved three days and working with Tony this 
soon became four and then five – full-time work.  Ben, with 
the support of Tony’s work colleagues, was able to offer him 
the flexibility to return to work at a pace that was compatible 
with his increasing energy level and ability to safely commit to 
re-joining the team at the depot driving buses full-time.

On the wider question of how Tony manages to remain well 
enough to work, he knows it is about much more than just 
turning up for a dialysis session three times a week.  

“I know that if I arrive at dialysis and I have a lot of fluid on 
board to be removed, the dialysis will be more severe and 
will leave me feeling rough the next day.  So, I really watch 
what I eat and drink between dialysis sessions.  I have bought 
a small water bottle and I know that if I can limit myself to 
drinking just three of these in a day, it leaves me with the 
option of either having that fourth bottle and still being 

within my daily fluid allowance, or carrying it over to the next 
day if I am going out or if it’s a day off work.

“I can’t pretend dialysis is enjoyable, but I treat it like an 
enforced four-hour sit-down in front of the TV, three times 
a week.  If you can treat it like somewhere you go to have a 
chat with a really nice crowd of people, watch some TV and 
then come home, it means CKD cannot take over your life.  It 
doesn’t control you -  you always stay in control of it.” 

The upshot of Arriva’s outstanding support of Tony through his 
return to dialysis is that Tony has a full attendance record at 
the depot for over 18 months with not one single shift missed 
for ill-health. And Arriva has retained a dedicated, popular and 
hard-working employee. When Arriva advertised vacancies for 
three qualified bus drivers to take on the role of mentoring 
newly qualified drivers, Tony applied for the job.  In addition to 
driving his bus he starts his mentoring role next month. 

By Nick Palmer, Head of Kidney Care UK Advocacy 

www.kidneycareuk.org
www.kidneycareuk.org/booklets
mailto:info@kidneycareuk.org
www.kidneycareuk.org/advocacy
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Letting the sunshine in
By Dawn Hutchinson

As kidney patients we do our best to adapt to 
the demands of life with chronic kidney disease.  
Sometime we need a little bit of help.  Dawn 
(Dawnie) Hutchinson shares her own experience 
of reaching out for support from Kidney Care UK.  
I’d like to let you know how Kidney Care UK has helped support me 
through some tough times. 

I am the fourth generation in my family to have autosomal dominant 
polycystic kidney disease *(ADPKD). My great gran, gran, mum, sister, 
niece and I all suffer with this inherited condition. My gran was my 
world. But after having two transplants she passed after two strokes. 
My mum received a kidney transplant 15 years ago.  But now the 
kidney is failing and her health is not good. I have ongoing health 
issues associated with my polycystic kidney disease (PKD) and suffer 
with depression. To say the last five years have been challenging 
would be an understatement.

I am a qualified chef but in March 2015 I decided my chef days were 
over. It wasn’t an easy decision; I loved my work. I just couldn’t cope 
with the physical side of kitchen life, the heavy lifting and long hours, 
and the pressure of the responsibility became too much for me after 
another spell in hospital with a urinary tract infection (UTI) that 
wouldn’t clear. I felt that I could no longer be relied upon to do my job 
and didn’t want to keep letting my employer down.

I did not know what I wanted to do, but I knew that whatever is was 
would require retraining and working from home.  Now unemployed, 
I was dependent on benefits.  I browsed college courses, and one 
that was interesting to me was a bookkeeping course. A six-week 
course sounded achievable and I looked forward to starting my study. 
Unfortunately, the course I wanted to take was not funded, due to huge 
Government cut-backs in adult retraining support.  So I looked for a 
funded course and found one which would see me going to college one 
day a week to work towards an Association of Accounting Technicians 
(AAT) Foundation qualification, level 2 in Accounting and Finance.

The idea of attending college for the study element 
of the course did not phase me at all. However, 
I was very concerned about the presence of 
germs and bugs within the college campus. We 
all know how a simple cold can lead to all sorts of 
complications for someone with chronic kidney 
disease (CKD). 

September 2016 arrived and with the full support 
of my fiancé, off I went to college, armed with my 
pencil, note pad and calculator. I felt a real sense 
of worth and hoped that one day the qualifications 
I would achieve would help us become financially 
comfortable. I thought of the holiday we might 
take, the purchase of a car, and being able to 
afford to get married. 

I loved being at college where my medical and 
personal issues seemed to fade against the 
backdrop of quite intense study. With so much 
information and my mind swimming in numbers I 
had no time to think about anything else. I would 
get home from college and lie for an hour just 
trying to absorb what I had been taught that day. 

One day in October, I was sitting in the classroom 
when another student came in with a severe cold. I 
remember thinking, ‘oh no, here we go...’  And yes, 
within a couple of days I went down like a ton of 
bricks. Flu, a nasty chest infection, hurting kidneys 
and ribs for six weeks.  This all resulted in me 
falling behind in my college work. My tutor offered 
to let me start the course again the following year.  
I went on to pass my first out of five exams. 

Then, financial and wider family troubles took a grip 
on our life.  My partner’s mental health condition 

The Kidney Care UK 
Counselling team, Jackie (on 

the left) and Jaquie

www.kidneycareuk.org
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Letting the sunshine in

“Hearing her calming voice helped me 
spill my troubles out one by one. Jackie is 

brilliant. Step by step, she guided me back to 
a bit of normality in my head and helped me 
put my troubles into perspective, reminding 

me to reserve energy for myself.”

More information
*Autosomal dominant polycystic kidney disease (ADPKD) is an inherited condition that causes small, fluid-filled 
sacs called cysts to develop in the kidneys. More information on ADPKD may be found at: www.kidneycareuk.
org/pkd

If Dawnie’s story resonates with you and you feel that it would help to speak to one of our experienced and 
accredited Counsellors, please call us on 01420 541424 or email us at: info@kidneycareuk.org 
(9am – 5pm, Mon-Fri) to make an appointment. You can also go to: www.kidneycareuk.org/counselling

We are here to help.

declined, which also affected me. I found myself looking 
after him. Mum was also going through her own troubles 
with a failing kidney and a battle to retain her benefit.  
Suddenly the college course I loved became a chore and 
I completely lost interest. Falling behind again and sitting 
exams that I clearly wasn’t ready for made me feel even 
worse. I fell into a deep depression which affected my 
energy levels and ability to think clearly. College awarded 
me an extension which meant I had until August 2018 to 
complete my studies.

In June 2018 my Employment Support Allowance (ESA) was 
stopped. I was deemed fit to work even though I couldn’t 
make it through a one-day-a-week training course. 

It was then that I contacted Caroline, one of Kidney Care 
UK’s Advocacy team. After a lengthy conversation with 
Caroline, we met for a chat in the local hospital. We talked 
about my ESA mandatory reconsideration, and she wrote 
a supporting letter explaining ADPKD in a way that I could 
never have done. 

Unfortunately, the decision remained the same and I could 
not cope with another appeal.  Caroline also suggested 
I called Kidney Care UK counselling services, as my 
depression was getting worse. I didn’t really need to think 
about it, I knew I had to talk to someone. Within two days 
of calling I had my first counselling session with Jackie.

Hearing her calming voice helped me spill my troubles out 
one by one. Jackie is brilliant. Step by step, she guided me 
back to a bit of normality in my head and helped me put my 

troubles into 
perspective, 
reminding 
me to reserve 
energy for 
myself. My 
sessions with 
Jackie were 
weekly and I always 
looked forward to 
hearing from her.  I felt 
she really understood.  During one of our sessions it was 
suggested I apply for a Kidney Care UK grant to help pay for 
a new laptop and two exam fees to get me through to the 
end of my college course. It is not easy to ask for money but 
I reluctantly wrote to Kidney Care UK explaining my need. 
My grant application was approved and this lifted such a 
burden from my shoulders and gave me the final push I 
needed in order to get through my last exams. 

To say I am truly and eternally grateful for the help and 
support I have received from Kidney Care UK would 
be an understatement. Jackie and I still have one more 
conversation to have. She wants to know my exam results. 
However, should I ever need to talk to her again, I know I 
just have to ask.

My advice to anyone going through tough times, in need of 
help, guidance or if you’re feeling alone and isolated, would 
be to contact Kidney Care UK. They provide a vital service 
for us kidney patients in many ways. Without Kidney Care 
UK, I don’t know where I would be now.

www.kidneycareuk.org
www.kidneycareuk.org/pkd 
www.kidneycareuk.org/pkd 
mailto:info@kidneycareuk.org
www.kidneycareuk.org/counselling
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From the Front Line
Organ donation – 
opting out
By Fiona Loud, Policy Director, Kidney Care UK

We are delighted that the Organ Donation (deemed 
consent) Bill (also known as Max and Keira’s law) has passed 
through all Parliamentary stages and will become law in 
England in April 2020. 

Since the opt-out law was introduced in Wales in 2015, 
Kidney Care UK has worked hard to support a change in 
the law in England that means people are presumed to be 
donors unless they have indicated a wish to opt out, during 
their life-time.  It has been Kidney Care UK’s role to:

• provide briefings to MPs and Lords in preparation for 
every debate

• build relationships with key influencers and politicians

• research and publish supporting statistics and articles

• host joint Parliamentary receptions with NHS Blood and 
Transplant (NHSBT)

• attend each Parliamentary debate on the Bill, in person

• participate in public debates 

• promote awareness of the campaign in the media.

Kidney Care UK has consistently and collaboratively repre-
sented the views of kidney patients at every stage of the 
Bill.  Eight out of 10 of those waiting for a transplant are 
hoping for a kidney.  So, the potential impact of this law for  

kidney patients over time is immense. Representing kidney 
patients, Kidney Care UK has been invited to meet many 
parliamentarians over the past four years.  These included a 
meeting with a Peer who had intended to propose amend-
ments to the Bill, which may have caused significant delays 
to or even prevented the Bill going forward. We asked the 
Peer to reconsider his proposal by supplying information 
and necessary reassurance, which thankfully led to him 
withdrawing his proposed amendments. 

Before any Bill may be introduced into Law it has to pass 
through many stages.  It was vital that we supplied infor-
mation and supported its every stage through this complex 
process.

See the diagram below.

A huge thank you to everyone who has supported our 
organ donation work over the last three years. Whether 
you wrote to your MP to ask for support, allowed us to 
share your views and images with the media, or came 
along to one of the many organ donation week receptions 
we hosted – we are very grateful.

Some of you have been very poorly at times, but still 
turned out out to speak and help support our work. You 
will no doubt have seen our extensive media coverage as 
the Bill progressed through its various stages.

www.kidneycareuk.org
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Brexit update
We continue to press for clarity over the health concerns 
for our EU exit and are in regular contact with at least 
three different groups within the Department of Health 
Social Care, on travel issues, medications and supplies 
- specifically on what plans are in place in case of drug 
supply shortages.  Communication continues to be scant 
and patients remain stuck with no assurance that they 
may go away after we leave the European Union (EU), 
and receive dialysis at no additional cost to themselves.  

However, the Government now plans to establish a 
reciprocal healthcare arrangement with each EU and 
European Free Trade Association (EFTA) country even 
if we leave without a deal. Spain, where the largest 
number of Britons live, is piecing some plans together, 
as is Portugal. But, at the time of writing (April) there 
are, unfortunately no arrangements yet in place.

Kidney Care UK’s advice is to check before you book.  
Go to our website www.kidneycareuk.org  for our 
regular updates or contact our partners, Kidney Care UK 
Dialysis Freedom, who will also have up-to-date travel 

information specific to kidney patients. 

Thank you to Julie Elliott MP and Tom Brake MP for 
raising a range of Parliamentary questions on these 
issues at our request. 

Along with NHS England’s clinical reference group and 
the Renal Association, we have written a joint letter to 
the Department of Health and Social Care (DHSC) about 
a ‘Serious Shortage Protocol’ (SSP), which means, in 
times of shortage, drugs may be swapped by high street 
pharmacists without reference back to the prescriber. In 
the case of immunosuppressant therapies this could be 
dangerous; the clinicians have offered to supply a protocol 
so that the affected immunosuppressant drugs would 
be exempted from the SSP. We are 
working with them and the DHSC to 
put plans in place so our kidney 
patients who take immune-
suppressing medication do not 
experience any interruption of this 
life-saving medication. 

More information
Find out more about the Serious Shortage Protocol at: 

www.kidneycareuk.org/brexit-serious-shortage

Any legislation requires rigorous challenge and detailed 
examination.  We have been working behind the scenes to 
push for commitment from Government to promote the 
law in the way that Wales has, and ensure evaluation of 
the effectiveness of the law in future. We have consistently 
promoted the need for public education and are part of 
an advisory group to NHSBT on this. Look out for posters 
and adverts about the change in the law which will start 
appearing soon.

One important aspect of the opt-out campaign has been 
to ensure there is adequate capacity in the NHS to support 
what we hope will be an increasing number of transplants. 
The Government has promised a further 27 specialist 
nurses in organ donation (SNODs), but theatre space, 
transplant surgeons and many other support staff are also 
needed. Kidney Care UK will be instrumental in monitoring 
this integral part of an improved transplant service as we 
move closer to April 2020.

In Scotland the next stage of the Human Tissue (Authori-
sation) (Scotland) Bill has taken place with a full Scottish 
Parliamentary debate following the committee evidence 
sessions. Kidney Care UK has briefed all 139 MSPs and 
provided verbal evidence in public and in private to 
support the Bill. 

Explaining the impact of the Organ Donation (deemed consent) 
Bill, on breakfast TV

Read our Blogs: Reciprocal healthcare and medicines at:

www.kidneycareuk.org/brexit-reciprocal-healthcare

www.kidneycareuk.org/brexit-and-medicines

www.kidneycareuk.org
www.kidneycareuk.org
www.kidneycareuk.org/brexit-serious-shortage
www.kidneycareuk.org/brexit-reciprocal-healthcare
www.kidneycareuk.org/brexit-and-medicines
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It’s in the blood

  Kidney Clinic
Blood group, antibodies and 
sensitisation

By Sue Lyon
Freelance Medical Writer 
& Editor, London

The first blood test you need before you are listed for a 
transplant aims to see whether your blood group or type is 
compatible with a potential donor’s blood group. The four 
main blood groups that are important in transplantation are 
A, B, O and AB—known as the ABO system. 

Your blood group is inherited from your parents. In the UK, 
O is overall the most common blood group, and group A is 

the next most common. The other blood groups are less 
common, but are more likely to be present in people with a 
Black or minority ethic (BAME) heritage. Donors with blood 
group O are known as universal donors because they can 
donate a kidney to people with any blood group. People 
with blood group AB are universal recipients because they 
can receive a kidney from a donor in any other blood group 
(see table below). 

“Your blood group is identified by mixing serum, 
the liquid part of your blood, with blood (i.e. red 
blood cells) that is known to be type A and type 
B. Antibodies in your blood react to proteins or 
antigens on these red cells to identify the blood 
group. Antibodies are part of the body’s natural 
defences: they recognise infections and other 
foreign invaders and alert the immune system 
to destroy them. If your blood group is type A, 
you will have anti-B antibodies and if your blood 
group is type B, you will have anti-A antibodies. 
If your blood type is O, you will have both types 
of antibody. Your blood group does not have to 
be exactly the same as your donor’s, but it must 
be ABO compatible to avoid rejection of the 
transplanted organ,” explains Mr Nicos Kessaris. 
Nicos is Consultant Transplant Surgeon at Guy’s & 
St Thomas’ NHS Foundation Trust (GSTT), London.

Anyone waiting for a kidney transplant knows that there are lots of blood tests. These 
tests are essential to help decide whether you can accept a kidney from a particular 
deceased or living donor. The results are, however, especially important for the more 
than four in 10 people in the UK, who are waiting for a transplant, and who have been told 
that they have antibodies and are sensitised to many or most potential donors. But how 
do you become sensitised? And what are the options for your transplant?

Blood group compatibility in transplantation

Person with blood group*… Can donate a kidney to someone 
 with blood group…

O  A, B, AB or O

A  A, AB

B  B, AB

AB  AB

Person with blood group*… Can receive a kidney from someone 

 with blood group…

O O

A A, O

B B, O

AB A, B, AB, O

* 44% of blood donors are group O, 39% are group A, 10% are group 

B, and 4% are group AB (statistics for 30 June 2017:  

www.blood.co.uk/why-give-blood/blood-types/ )

www.kidneycareuk.org
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HLA	matching
After checking for ABO compatibility, the next step is 
a blood test for tissue or human leukocyte antigen 
(HLA) typing. Leukocyte is the scientific term for white 
blood cells and antigens are markers or proteins on 
the cells of the body that play an important role in the 
immune system. 

You inherit your HLA from your parents, three (A, B, 
and DR) from your mother and three (A, B, and DR) 
from your father. The result is a total of six markers, 
which are identified by numbers. Your HLA type might 
be, for example:

              A3, A36                     B7, B27                   DR3, DR7

Tissue typing for kidney transplantation involves 
screening both your and your donor’s A, B and DR markers. 
Confusingly, the results are shown as the number of 
mismatches between donor and recipient. This means that 
the worst HLA match is 2-2-2 (total = 6) and the best is 
0-0-0 (total = 0). 

“Even though HLA matching is still important, it has become 
less of an issue over the years. This is due to the stronger 
immunosuppression we have available now. As a result, we 
currently see less early or acute rejection, and better results 
at one year after a kidney transplant.” says Nicos.

The first reason for the continuing importance of HLA 
matching is that the closer the HLA match, the longer 
a kidney transplant is likely to last. Looking at first 
deceased-donor kidney transplants, for example, the 
Collaborative Transplant Study shows that, on average, 
nearly half (45%) of 0-0-0 mismatch kidneys are likely to 
last 20 years or more, compared with one third (31%) with 
2-2-2 mismatches (see figure top right). 

“It’s important to remember that this research is just 
looking at the influence of HLA for deceased-donor kidney 
transplants. Other factors to take into consideration include 
any other health conditions you have, the quality of your 
donor kidney, and the age of your donor,” adds Nicos. 

When it comes to living-donor transplants, a 0-0-0 
mismatch living-donor kidney is likely to last longer 
than a less well-matched kidney from a living donor. 
Otherwise, matching appears to be less important than for 
deceased-donor transplants: research shows that a 2-2-2 
mismatch living-donor kidney is likely to last at least as long 
as the best matched 0-0-0 deceased-donor transplant. 

“However, as doctors, we would always aim for the best HLA 
match between any recipient and their donor, especially 
for first kidney transplants. This is because the closer the 
match, the less likely you will develop antibodies and 
become sensitised, which will greatly limit your options for 
any future transplants,” continues Nicos.

Sensitisation
We need antibodies to protect us against infections and 
other harmful invaders, but the immune system sees any 
foreign tissue or protein as a threat. As a result, the body 
forms anti-HLA antibodies each time you are exposed 
to tissue or HLA types that are different from your own, 
including an organ transplant, a blood transfusion or a 
pregnancy. The level of these antibodies can rise and fall, 
but once you have produced an antibody, you will get an 
increase in the level much faster the next time you are 
exposed to the same protein—just as a vaccine helps you to 
produce antibodies you need to fight an infection. 

Nicos adds: “The risk of sensitisation explains why the 
kidney allocation system prioritises HLA matching, especially 
for children who are likely to need more than one transplant 
in their lifetime. The degree of sensitisation is expressed as 
a percentage and the higher percentage, the more you are 
sensitised. If you are more than 85% sensitised, we describe 
you as highly sensitised. This is why cross-matching is 
essential before your transplant can go ahead.”

The cross-match test is performed by mixing a small amount 
of your blood with a small amount of your potential donor’s 
blood. If the bloods react against each other, this is a 
positive or reactive cross-match. A positive cross-match 
shows that the recipient’s immune system would most 
likely attack your donor’s kidney, causing rapid rejection and 
failure of your transplant. 
The link between a mismatched transplant and the risk 
of sensitisation raises the question of whether it makes 
sense to wait for the best-matched kidney. According to 
Nicos, this must be an individual decision—considerations 
might include your and your donor’s age, the quality of 
the kidney, and how much longer you are likely to wait. 
However, he recommends balancing the advantages and 
disadvantages of accepting an offer against the risks of 
staying on dialysis. >

It’s in the blood

www.kidneycareuk.org
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“While there are drawbacks in accepting a mismatched 
transplant—or indeed a kidney from a less-than-perfect 
donor—the risks of staying on dialysis are likely to be higher, 
especially if you have diabetes. So, my advice is that it is not 
worth waiting too long. The next offer may be less favourable 
and the longer you wait, the older and possibly less fit you 
will become for the transplant operation,” he says.

UK Living Kidney Sharing Scheme
People who have a living donor, but who are ABO-
incompatible or sensitised to their donor (HLA-
incompatible), have the option of taking part in the UK 
Living Kidney Sharing Scheme. The scheme aims to achieve 
compatible transplants with other living donor-recipient 
pairs. When two pairs are involved it is called ‘paired’ 
donation, and more than two pairs is ‘pooled’ donation. 
Compatible donor-recipient pairs who are aiming for a 
better HLA or age match may also take part.

Donor-recipient pairs may in addition take part in an 
altruistic donor chain. When a person opts to donate 
anonymously to the national transplant list, the kidney is 
first offered to a high-priority recipient on the list. If there 
is no suitable recipient, the donor is registered into the 
Kidney Sharing Scheme. Their donated kidney is allocated 
to a recipient in the scheme and, in turn, that recipient’s 
donor donates to another recipient, and so on. The chain 
ends when the last donor gives a kidney to a person on the 
national waiting list.

Living-donor kidney matching computer runs are performed 
four times a year in January, April, July and October. If the 
Kidney Sharing Scheme is not successful, and you are waiting 
a long time on the national transplant list, it is now possible 
to remove or suppress your antibodies. If successful, this will 
allow your living-donor transplant to go ahead.

ABO-	and	HLA-incompatible	transplants
Antibody removal before an ABO- or HLA-incompatible kidney 
transplant is performed by either plasma exchange (also called 
plasmapheresis) or immunoadsorption, and must be carried 
out in a specialist transplant centre. Both techniques are a 
little like dialysis, and you will need to have a line inserted if 
you do not already have a fistula or other dialysis access. 

A machine called a blood-cell separator is used for 
plasma exchange. As its name suggests, the machine 
separates and removes the plasma part of your blood. 

The rest of your blood is returned to your body, and the 
plasma is replaced with albumin, a natural part of the 
blood. Immunoadsorption is similar, but only the plasma 
goes through an adsorption column to remove specific 
antibodies. The blood, including the plasma, is then 
returned to your body.

“While immunoadsorption is selective, plasma exchange 
is non-selective and so removes some of the factors that 
help your blood to clot. This means that there is a higher 
risk of bleeding during your transplant surgery, and we 
may need to replace the clotting factors around the time 
of your operation. Otherwise, plasma exchange and 
immunoadsorption are generally well tolerated,” says Nicos.

Choice of treatment depends on the type of transplant and 
the level of your antibodies. Plasma exchange is generally 
used for HLA-incompatible transplantation and can also be 
used in ABO-incompatible transplantation if your antibody 
levels are low, while immunoadsorption is needed for ABO-
incompatible transplantation, especially if your antibody 
levels are high. You will have your treatment in the days 
leading up to your transplant. Treatment is usually carried 
out as an outpatient procedure, but you may need several 
sessions if your antibodies are high. 

You will also be given medicines before your transplant to 
help reduce the risk of rejection. People receiving an ABO-
incompatible transplant at GSTT are given rituximab, which 
reduces the number of white cells that make the antibodies. 
Rituximab is given as a single infusion into a vein two to 
four weeks before the transplant. If you are having an HLA-
incompatible transplant, you will be given an injection of 
alemtuzumab under the skin during the operation, and a 
second dose on the day after your surgery.

You will need to take higher doses of immunosuppressant 
medicines than for a routine transplant. At GSTT, these 
medicines include tacrolimus and mycophenolate, which 
are started seven days before the transplant surgery to 
make sure that your blood levels of immunosuppressant are 
high enough before your operation takes place.

“Your surgery will be the same as for a routine kidney 
transplant, but the timing is different. On the day scheduled 
for your operation, we always check your antibody levels in 
the morning; this is in case your antibodies have risen and you 
need another treatment session before your and your donor’s 
operations take place in the afternoon. So, if your antibodies 
do not come down, there is a risk that your transplant will 
have to be postponed until the next day to allow further 
antibody removal,” says Nicos.

After	your	transplant
If everything goes well, you will usually stay in hospital for 
about seven days after an incompatible kidney transplant 
at GSTT. This is longer than for people who have a routine 
transplant, who go home after four to five days if there are 
no complications.

“Removing unwanted 
antibodies can give you 

the chance of a successful 
living-donor kidney 

transplant.”

www.kidneycareuk.org
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Nicos explains: “We do not want to miss 
an episode of acute rejection due to rising 
antibody levels. If this rejection going to occur, 
it is likely to take place around Day 5 after your 
incompatible transplant and can be so severe 
that the kidney stops producing urine. But we can 
usually successfully treat this antibody-mediated 
rejection with plasma exchange and intravenous 
immunoglobulin (IVIG), or occasionally another 
medication called eculizumab.”

There is a higher risk of infection after an 
incompatible transplant, and Nicos advises his 
patients to report any concerns—for example, 
feeling unwell, having a temperature or a cough—
as soon as possible. Otherwise, monitoring after 
you go home starts with clinic visits three times 
a week, which gradually become less frequent 
depending on your and your transplanted 
kidney’s health. 

Nicos reports that results, such as kidney 
outcomes, after ABO-incompatible living-donor 
transplants at GSTT are comparable to those of 
routine living-donor kidney transplants. The rate 
of rejection is about 30% compared to 15-20% 
following compatible transplants. Kidney outcomes 
after HLA-incompatible living-donor transplants 
are generally similar to outcomes following 
a deceased-donor kidney transplant and are 
comparable to other specialist centres around the 
world. Rejection rate is around 40%. 

Nicos concludes: “We have much positive 
experience in ABO- and HLA-incompatible 
living-donor transplantation in the UK, but these 
transplants are still a lot riskier than routine kidney 
transplants. So, we always advise incompatible 
living donors and recipients to first take part in 
the UK Kidney Sharing Scheme, and hopefully 
highly sensitised patients will have better chance 
of a deceased-donor transplant, as they will be 
prioritised even further by the new kidney-offering 
scheme coming into effect this year. But if you 
have exhausted these options, removing your 
unwanted antibodies can give you the chance of a 
successful living-donor kidney transplant.”  

Fiona’s story
Fiona Fogelman is aged 47, and works as Head of Human 
Resources at a large company. She is married and has two boys, 
aged 15 and 12. In 2011, Fiona received a living-donor kidney 
transplant at GSTT after 18 months on peritoneal dialysis. Her 
donor was a work colleague and her transplant was both ABO and 
HLA incompatible. 

“My kidney failure is hereditary—we are born with small kidneys 
that deteriorate between the ages of 30 and 70—and several 
members of my family have already had kidney transplants. So 
when I developed high blood pressure and protein in my water 
during my second pregnancy, I suspected that soon I would also 
need a transplant,” she says.

Fiona was told that, due to her two pregnancies, she had very 
high anti-HLA antibodies and that her chance of a transplant from 
the deceased-donor list was very low. There were no matches 
for her from the Living Kidney Pairing Scheme, and Fiona became 
one of the first people to receive an ABO- and HLA-incompatible 
transplant at GSTT.

She adds: “I had several sessions of plasma exchange before my 
transplant, and a further session after the operation to treat early 
rejection. I found the plasma exchange physically quite difficult at 
times, but the transplant operation itself was brilliant. The pain 
was managed very well, and my transplant scar is less noticeable 
than the scar from my PD catheter—I can still wear a bikini! I 
was in hospital longer than usual, but the staff were absolutely 
amazing and I was monitored very carefully indeed.” 

Nearly eight years after her transplant, both Fiona and her kidney 
are doing well. The doctors continue to keep a close eye on her at 
her regular transplant clinic appointments. Fiona’s donor is also 
well looked after, receiving regular check-ups each year at GSTT.

“When you have a transplant, 
you experience how special 
people can be, and feel very 
privileged that someone has 
helped you have another 
chance of a better quality 
of life. Have I missed out on 
anything because of my kidney 
failure? Dialysis was tough, 
and probably there are things 
I would have loved to do that 
I couldn’t manage on the 
run-up to and during dialysis. 
However, I have made up for it 
since, and lead an active and 
healthy lifestyle.  My husband 
has been amazing throughout, 
and there have been no negative effects on our children—indeed, 
my older son wants to be a doctor. I look back and I think yes, we 
got through it as a family, and in many ways we are stronger for it,” 
concludes Fiona.

“The closer the
match the less likely 

you will develop 
antibodies and 

become sensitised.”

www.kidneycareuk.org
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Greek lamb with Orzo 
Cooking in the kidney kitchen with Chef Ripley

• 1 tbsp olive oil
• 800g diced lamb shoulder (or 

thigh)
• 2 onions, finely chopped
• 2 tsp oregano and thyme 

(dried)
• 1 tsp dried mint
• 3 bay leaves
• ½ tsp ground cumin

Ingredients

Preparation
1. Heat the oven to 180 degrees C (fan over 160 degrees C), gas mark 4. 

Heat the oil in a large casserole dish over a high heat

2. Season the lamb well with pepper and a sprinkle of half the dried 
herbs.  Fry for 5 minutes until browned on all sides

3. Stir in the onions, remaining dried herbs, bay leaf and spices

4. Add the tinned tomatoes and 150ml of hot stock, stir well and bring to 
a simmer

5. Cover the casserole dish and transfer to the oven and cook for 1 ½ 
hours until the lamb is tender

6. Add the pasta, peppers, olives, tomatoes, remaining stock and some 
ground pepper. Stir well and cover with the lid, return to the oven for 
a further 30mins or until the pasta is tender

7. Remove from the oven and crumble over the feta cheese and sprinkle 
over some freshly cut herbs (if you have some).  Drizzle some lemon 
juice and zest of 1 lemon

What’s new in the kitchen, Chef?
As spring arrives eagerness in the kitchen grows! 
From a Chef’s point of view this is my favourite 
time of year. Say goodbye to those heavy root 
vegetables and welcome in some fantastic new 
ones like the first asparagus and early new 
potatoes, wild garlic and purple sprouting broccoli. 

As the waters warm up, sardines and mackerel, full of protein will make an 
appearance. Flat fish like lemon and Dover sole and plaice will be on sale at the 
fishmongers too.  Or try some Pollock, a great alternative to cod and haddock – 
a cheaper option and a much underrated fish.

To top it all off, the arrival of spring lamb - legs for roasting for a Sunday lunch or 
shoulder for slow, tender cooking, served with homemade mint sauce….one of 
life’s greatest pleasures!

Serves six to eight

K dney
K tchen

Kidney
Kitchen

K dney
K tchen

Cook along with Chef Ripley
in the video demonstration at: 

https://youtu.be/6QD2laQUbzQ

• 1 tsp paprika
• 400g tinned tomatoes
• 600ml chicken or vegetable stock
• 300g orzo pasta
• 75g peppers, chopped and diced
• 75g pitted black olives
• 50g sunblush tomatoes
• 100g feta cheese
• Fresh oregano (optional)
• Finely grated zest, and juice of 1 lemon

www.kidneycareuk.org
https://youtu.be/6QD2laQUbzQ
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Food Facts
Per serving: Potassium - 620-830mg  Phosphorus - 330-400mg

•	 Protein: This is a great high protein dish, ideal for those on dialysis. If you have been advised to 
reduce your protein intake, have a smaller portion or consider substituting the lamb for a vegetarian 
alternative such as tofu, chick peas or butter beans. 

•	 Salt: The flavour of this dish comes from all the herbs and spices and therefore additional salt is 
not required. The stock will contain some salt but low-salt stocks cubes or stockpots are available in 
supermarkets.  

•	 Phosphate/potassium: This dish does contain some phosphate from the lamb.  Therefore, if you 
have been advised to follow a low-phosphate diet and are prescribed a phosphate binder, these 
should be taken as prescribed with this dish.  Pasta is a lower-potassium, starchy food and although 
we are using some sunblushed tomatoes (which contain some potassium) in the recipe, the quantity 
is very small. 

•	 Storage: With any leftover pasta bake, allow to cool then refrigerate and consume within 2 days.  If 
freezing, place in a sealed container and, when reheating, ensure that the food has been defrosted 
thoroughly before and that the food is piping hot before serving. 

•	 Cheaper options: Lamb can be quite an expensive meat, and chicken or pork could be used as an 
alternative meat.  If fresh herbs are not available you can use dried herbs.

Greek lamb with Orzo 
Cooking in the kidney kitchen with Chef Ripley

Photographs by Beth Druce www.bethdruce.com
  Video by Hana Backland www.hanabackland.com

Approved by the:

www.kidneycareuk.org
www.bethdruce.com
www.hanabackland.com
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Our dedicated KIDNEY KITCHEN  
website is launching soon
Cooking along with Chef Ripley in our Kidney Kitchen 
just became even more fun.
If you have been cooking our kidney-friendly recipes over the past year, you 
will know that Chef works closely with the team of experienced dietitians 
from the British Dietetic Association - Renal Nutrition Group (RNG) to come 
up with exciting, tasty meals and snacks for every occasion. The bonus is that 
whilst these recipes aim to keep us as fit and healthy as possible, they are 
also a great option for everyone else in the family too! 

From 1st June the Kidney Kitchen launches its very 
own dedicated website at www.kidneykitchen.org

We cook in the Kidney Kitchen every month with Chef and 
work closely with the RNG to give you the best advice possible 
on how to keep well with chronic kidney disease (CKD).  This 
means that, as well as an ever-increasing number of cooking 
demonstrations you can watch and cook along with, over time 
you will also find useful guidance on topics associated with 
eating and drinking well with CKD.  You will find advice on – 

• managing diabetes alongside CKD
• working towards achieving an acceptable body mass 

index (BMI) or blood chemistry in order to be listed for a 
transplant

• what foods to avoid post-transplant
• which alcoholic drinks to choose

The new Kidney Kitchen website will continue to develop and 
we hope will soon become THE ‘diet and nutrition’ resource for 
all kidney patients here in the UK and a credible resource for all 
our hard-working renal dietitians. 

Kidney Kitchen

Let’s cook! 

Share your snaps! #KidneyKitchen 
Cook along with chef and send in your photos, we love 
seeing them! Get in touch with your snaps and stories 
via social media or email info@kidneycareuk.org to see 
them featured in the Kidney Kitchen. This month the 
Kidney Care UK team have been cooking up a storm.

www.kidneycareuk.org
www.kidneykitchen.org
mailto:Info@kidneycareuk.org
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Twitter and Instagram @queenofdialysis

Smart Dialysis with Steve
By Professor Paul Stewart, Research Chair in Intelligent Systems at the University of Derby.

Improving patient 
outcomes with the iTrend 
(Intelligent Technologies 
for Renal Dialysis) project.

I’m an Engineer, born and bred.  So, when 
Mel Morris, a funder with whom I had been 
working, suggested I meet with University 
of Nottingham Nephrologists at Royal 
Derby Hospital and see whether we could 
find some common ground, I was intrigued!

Meeting with Professor Maarten Taal 
and Dr Nick Selby, we set about bridging 
their medical backgrounds with mine in 
aeronautical and automotive engineering. 
The outcome was the iTrend project. Now 
nearing the end of its second year, with 
a simple aim of improving outcomes for 
dialysis patients.  It’s probably the most 
exciting project I’ve ever worked on.

What’s the project objective? Simple 
really: to investigate whether we can 
predict the onset of effects such as 
hypotension (low blood pressure), and 
tailor the profile of the dialysis treatment 
to minimise or avoid the effects. The 
outcome, if we’re successful, will be 
to deliver more targeted, personalised 
treatments which produce fewer negative 
physical outcomes.

The medics are running a patient study 
collecting real-time blood pressure and 
other physical data during 4-hour dialysis 
treatments, which we are analysing to 
identify physiological ‘fingerprints’ to help 

design personalised treatments.

One thing I didn’t expect at the outset was 
the creation of ‘Steve’, our experimental 
synthetic dialysis patient. Steve has a 
heart, circulation system, and importantly, 
an ‘arm’ with a fistula fitted, which 
connects via standard lines to a dialysis 
machine. This allows us to investigate 
‘what if?’ scenarios and explore the basis 
for further patient studies. 

A prime motivation for accurate blood 
pressure measurement arose from 
the patient study data. Arm-cuff 
measurements are extremely accurate, 
but cannot be taken regularly enough to 
enable predictive intervention to take 
place. Sophisticated finger-cuffs (used in 
the study) are available, but are expensive 
and sensitive to patient movement.

‘Steve’ has allowed us to prototype a 
cheap, non-invasive and accurate method 
of measuring systolic, diastolic and 
beat-to-beat blood pressure. We will be 
applying for approval for a patient-study to 
support this within the next few months.

The final part of the jigsaw in this project 
is a highly detailed software model of 
the human cardiovascular system, and 
importantly, the nervous system which 
controls its response. We will be using data 
from our patient study to fit the model 
to individual patients and then identify 
and track changes. This is an example of 
the application of Artificial Intelligence 
in the design of personalised models, 
which should allow targeted treatment to 

alleviate the physiological burden 
sometimes associated with dialysis.

Progress on the programme is 
accelerating as our understanding of the 
fundamental responses to treatment 
develop. My next job is to upgrade ‘Steve’ 
so that he has a variable blood volume 
and vascular refill rate. This will enable 
us to study the effects of mismatch 
between dialysis rate and vascular refill, 
developing predictive models to modify 
the treatment regime. 

For us, the end of project will be a ‘box’ to 
sit by every dialysis machine, which will 
‘personalise’ treatment and achieve the 
best possible outcome for patients.

None of this would be possible without 
the support of the patients in our study. 
I’ve been knocked out by their positivity 
and support for our project, really trying 
to help. All of this supported by renal 
medics, staff and a community that is a 
real pleasure to work with. I hope Kidney 
Matters will let me report back as we 
make more progress.

Message from the editor

That	would	be	a	yes	please,	Paul!

The iTrend Team left to right: Professor Maarten Taal, 
Professor Jill Stewart,  Dr Tarek Eldehni, Professor Paul 

Stewart, Lath Gullapudi, Dr Nick Selby

‘Steve’, our experimental, synthetic 
dialysis patient

www.kidneycareuk.org
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Organ donation and my religion
‘Do to others as you would have them do to you’ is a Golden Rule (Luke 6.31) that 
forms the basis of most religions.  In the context of organ donation, it helps us 
reconcile our hope to receive a donated organ should the quality of our life depend 
on receiving an organ transplant, with our desire to donate one after our death, 
or to a friend or relation in the case of living kidney donation.  But what happens if 
your understanding of the religious teachings that influence your moral compass 
determine that your body should not be defaced in any way in order for your soul to 
find peace after death? 

This is the dilemma faced by many people all over the 
world. It is the reason Amjid Ali was moved to work with 
Islamic religious scholars and Muslim faith leaders to come 
up with cohesive guidance to reassure his fellow Muslims 
that organ donation is entirely compatible with the 
teachings of the Qur’an. 

Kidney	Matters	interviewed Amjid at home as he 
reviews the 59-page document that represents years 
of consultation. It is hoped that this will provide the 
reassurance many Muslim family members seek when a 
decision on whether to sanction organ donation is needed.

Amjid recently retired from a successful full-time career 
with HSBC having studied for a Management and Banking 
qualifications in his spare time.  For over 23 years Amjid 
was also dialysing at home for five hours, three times a 
week, with support from his close-knit family. 

“When I joined the bank’s Management Training Scheme 
straight from school I fully expected that I would work 
hard, take my exams and rise up through the layers of 
management.  So, just after my 20th birthday when I was 
diagnosed with chronic kidney disease (CKD) I was not sure 
how this would impact upon my career progression. What 
I did know, however, was that I was tenacious, determined 
and willing to explore my own capabilities in terms of how 
far I could push myself.  I was lucky, the bank supported 
me through my dialysis and to a large degree (some were 
more understanding than others) through every stage of 
my career development. Although it did take me a longer 
time than it otherwise might have done, I 
achieved all my career 
goals, and exceeded 
many of them by a  
long way.

Dialysis is not the easy 
option; it’s a real struggle.  
Mondays, Wednesdays 
and Fridays, tired from 
a long day at work as 
I travelled home to the 

prospect of an evening dialysing, I was always anxious 
– before dialysis, during dialysis and coming off dialysis, 
in fear that something would go wrong.  But I also knew 
this was my only way to stay alive.  Back in 1987, when 
I started dialysis, the option of receiving a kidney from a 
member of my family was not really talked about by the 
medical profession in anything like the way it is today.  And 
I certainly did not want any member of my family to have to 
undergo surgery on my behalf.

My first management role was, ironically a real turning 
point for me as it involved working from home covering a 
large geographical area.  With advances in technology in 
the shape of a Blackberry, I was able to dialyse and work, 
simultaneously.  Nobody receiving calls from me during the 
day knew that I was sitting in my dialysis chair receiving 
life-saving treatment.”

Amjid’s career progression from this point was meteoric.  
He had proved to the bank and himself that dialysis was 
not a barrier to delivering high quality work and managing 
a dynamic, progressive team of colleagues. He was soon 
promoted to the position of UK Head of HSBC’s Islamic 
Financial Services division in the UK. It was in this role that 
relationships with many of the scholars and influential Islamic 
leaders were first fostered.  And where the seeds of a possible 
future career developing a cohesive guidance to his fellow 
Muslims on the issue of organ donation, were first sewn. 

News of Amjid’s initiatives aligning Islamic banking 
principles with the bank’s retail services, 

travelled far and secured him an invitation to 
attend the Presidential Summit on Muslim 
Entrepreneurship in America, hosted by 
President Barack Obama (2010).  Hilary 
Clinton, also impressed by the success 
Amjid and his team was achieving in the 
UK, saw fit to incorporate this business 
philosophy in her address at the summit. 

Amjid did receive two kidney transplants 
over the course of his 23 years on 

dialysis. But the first lasting only two 

Keeping the Faith
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Organ donation and my religion
weeks and the second lasting less 
than a few hours exposed him to 
anitbodies which left him highly 
sensitised and with the prospect 
of an extended wait for a third 
attempt at a transplant. 

See our Kidney Clinic for more 
information	on	‘blood	group,	
antibodies	and	sensitisation’

But in 2010 access for dialysis 
became a real problem. His 
fistula had served him well for 
over 19 years but was no longer 
viable. Other access sites worked 
for a short while but were not 
a long-term option and it soon 
became apparent that the prognosis 
was bleak. In hospital when family 
were visiting one evening, the renal 
consultant, with Amjid’s permission, revealed 
the urgency of the problem and asked the 
family if someone would be prepared 
to be tested as a potential live 
donor. They all stepped forward.

Amjid’s nephew, Tahsin, was 
considered by the medical 
team to be the most 
suitable donor, and was 
insistent that he be the 
one to provide a kidney 
for his uncle. Tahsin 
was a blood-match 
but not HLA 
compatible.   
In order for 
Amjid to receive 
a kidney from 
Tahsin,  
Amjid would 
require a >

Keeping the Faith

“Hilary Clinton, also impressed by 
the success Amjid and his team 

was achieving in the UK, saw fit to 
incorporate this business philosophy 

in her address at the summit.”

Photgraph by Matt Gutteridge mattjgutteridge@gmail.com

Am
jid Ali
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process new to the Bristol unit at the time, called 
plasmapheresis*.  In April 2011 Amjid was dialysing three 
times and week and also receiving plasmapheresis, which 
is a similar procedure, three times a week. But this arduous 
pre-transplant work-up paved the way for a successful 
transplant and on 11th May 2011 a kidney donated by 
Tahsin was transplanted into Amjid, and is still performing 
well to this day. 

The years leading up to his transplant had not been without 
their medical challenges and Amjid considered his future, his 
family – he and his wife now had a daughter - and what there 
was left for him after a long and distinguished career with 
HSBC. The year after his transplant seemed to be the right 
time to accept early retirement.  It was not an easy decision.

“I swear if you cut me in half you would find HSBC seared 
indelibly through my core.  But I knew I could not continue 
at that frenetic pace for much longer.  I also knew that 
I could use the experience and insight I had gained into 
how faith plays such an integral part of the Islamic 
decision-making process, in other ways within the Muslim 
community.  My mind turned to the issues surrounding 
organ donation.

I knew that throughout my 25 years working for the bank, 
speaking with and advising scholars and leading figures 
in the Islamic religion in a professional capacity, nobody 
ever talked about organ donation. It had always seemed 
somehow, impermissible.”

Amjid approached National Health Services Blood and 
Transplant (NHSBT) to see if his experience could help shape 
their policy on organ donation in the Muslim community. 
His approach was received with open arms and he was soon 
asked to put forward a proposal on how best to engage both 
the influential Islamic scholars and faith leaders and reach 
out to the diverse Muslim communities in the UK. 

In September 2013 NHSBT supported a workshop, led by 
Amjid for some of the religious leaders, Muslim umbrella 
groups and key community stakeholders he had met through 
his banking career.  The workshop saw 56 influential Muslim 
leaders come together to look at the challenges, messages 
and religious understandings that needed to be addressed 
in order to move the organ donation debate forward. 
Mindful of the reluctance in the wider Muslim community 
to address the issues surrounding organ donation, Amjid 
applied a simple banking process which was to either: do 

nothing, accept the status quo or be proactive in making a 
change.  Doing nothing and the status quo would see many 
fellow Muslims die from organ failure. On hearing Amjid’s 
personal experience of organ failure, the delegates voted 
overwhelmingly for change.

Amjid knew that, working alongside NHSBT, the two main 
focuses of their work would be

• The question of faith.  Because faith plays an important 
role in the permissibility of organ donation. And

• Cultural issues. It is a fact that older generations may 
feel strongly that, whilst they know they must do 
everything they can to preserve and save life, they must 
not desecrate the body in any way.  These two firmly 
embedded religious edicts are clearly in conflict with each 
other.  However, this conflict becomes less of an issue 
as we move down the generations and younger Muslim 
families become more enlightened and receptive to the 
idea of organ donation.  But respect for the opinions 
of older members of the family may then hinder the 
necessary hierarchal approval for donation to take place. 

Interpretations of Islamic texts differ from community 
to community.  In some, more progressive Muslim 
communities, organ donation of every type - living, altruistic 
and after neurological (brain stem) death – is permissible 
because it has been deemed to be so by the Islamic scholars 
who have reviewed and interpreted the appropriate 
religious texts.  In others, only some forms of donation - for 
instance, living donation - is permissible. Even then, it is only 
permissible with certain caveats because the same religious 
texts have been interpreted by the leaders and Islamic 
scholars of those communities in a different way. This is their 
way of protecting the more vulnerable members of their 
community, who may be coerced for economic reasons to 
sell an organ.

A Fatwa (a religious edict or guidance based on Islamic legal 
maxims – actions of the prophets) was issued in the UK 
offering guidance on organ donation, with a second one, 
reinforcing the first, in 2000. However, neither had been 
widely communicated to the diverse Muslim communites 
here in the UK.  

It was clear to Amjid that with the support of NHSBT an 
updated religious edict needed to be published, bringing 
together the most up-to-date medical information and 
guidance from senior figures influencing Islamic law.  Several 
workshops were set up.  Some included leaders in Shariah 
(Islamic) law and key community stakeholders, others 
included only women and others included Islamic scholars 
with particular expertise in neurological death to explore 
the dilemma of the stage at which a person actually dies. In 

“Doing nothing and the status 
quo would see many fellow 

Muslims die from organ failure.”

*Plasmapheresis - a process that filters the blood and removes 
harmful antibodies from the plasma portion of the blood.
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More information
To listen to the BBC Radio 4 programme ‘Me and my Fatwa’ in which Amjid and Fez talk about the problems facing 
Muslim patients who need a transplant, go to www.bbc.co.uk/programmes/m0002b9x

To read a summary of BAME donation and transplantation statistics in the UK for the years 2017-2018 go to: 
https://bit.ly/2F76k38

To read more about faith and organ donation go to:  
www.organdonation.nhs.uk/about-donation/organ-donation-and-my-beliefs/islam/

Islamic law this is deemed to be ‘when the soul leaves the 
body,’ which is not necessarily the same time as ‘when the 
body can no longer sustain life without medical intervention’.

It was decided that a formal religious edict would emerge from 
these workshops into which every Muslim stakeholder had 
contributed guidance and expertise.  It would be researched 
and then ratified by a senior Mufti (religious leader) and 
communicated to the wider Muslim community to provide 
clear and cohesive guidance to help Muslim families sanction 
organ donation in the knowledge that this was ‘permissible’, 
and that no religious edict was being contravened. 

So far, 59-pages of this document have been drafted by Mufti 
Mohammed Zubair Butt of the Al Qalaam Institute. Mufti 
Zubair Butt is an independent Shariah Scholar and a Muslim 
Chaplain with a special interest in organ donation.  So, he 
is uniquely positioned to carry out completely independent 
research into this complex topic.  It is this document that 
Amjid is currently reviewing and which will be published in 
full and widely circulated later this year.  

Kidney	Matters	will	report	its	progress.	

Fez explains,
“As a member of the BAME (Black And Minority Ethnic) community, I’ve been saddened by our lack of organ donation. 
We make up only 11% of the UK population, but a staggering 33% of the organ donation list, demonstrating the dispro-

portionate figures that are becoming a struggle for those on the waiting list from 
this community. BAME people wait approximately six months to a year longer 

than their White European counterparts, and this figure does not factor in the 
build-up of antibodies from possible multiple transplants (like myself).

“I think that as all religions emphasise helping the sick, needy and or poor, it is 
surely vital to ensure that this principle is supported in order to help people 
in all communities and with all beliefs to live a happy, healthy and fulfilling 
life. I think these issues tend to be common themes so, although I do not 
fully understand people’s objections, I do respect them. 

“I find it interesting to hear other patients talk of their own personal 
experiences. It opens my eyes to how different people deal with the 

different factors in their cultures or religions and find common themes 
and address their fears and misconceptions. I think it is hugely 

important for everyone, especially those from the BAME community, 
to talk to appropriate scholars to get a wider and more in-depth 
view on organ donation in relation religion or culture, and speak 
to your family to tell them your views so your final wishes are 
fulfilled.”

My wait for a transplant
Fez	Awan	was	born	with	kidney	complications	(reflux)	
which meant he was unable to digest solid food. Up 
until	he	was	3	years	old	he	was	fed	only	liquidised	
food	and	kept	on	a	strict	fluid	restriction.		Two	failed	
transplants	mean	that	at	33	Fez	is	back	on	dialysis	
and	facing	a	potentially	longer	wait	for	a	transplant	
than his White European contemporaries.

“It is a fact that older generations may 
feel strongly that, whilst they know 
they must do everything they can to 
preserve and save life, they must not 

desecrate the body in any way.”

Fez Awan

Photograph by     Simon Williams enq@simonjameswilliams.co.uk

www.kidneycareuk.org
www.bbc.co.uk/programmes/m0002b9x
https://bit.ly/2F76k38
www.organdonation.nhs.uk/about-donation/organ-donation-and-my-beliefs/islam/
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Whilst tricking our body into believing our transplanted 
organs are ‘self’, the game-changer in transplant surgery 
that is immune-suppressing medication also comes with 
an increased risk of developing skin cancer.  Examining 
your own skin and learning how to identify skin irregularities 
could save you time, anguish and surgery. 

Having been asked to write about skin cancers in people with kidney transplants, 
I realized that I was totally unaware of the history of transplantation, and was 
impressed to learn that the first organ transplant took place in December 1905. 
Austrian ophthalmologist Eduard Zirm, following almost a century of research on 
rabbits, successfully transplanted the corneas in both eyes of a previously blind man. 

The first successful kidney transplant took place in 1954. Liver, heart and pancreas 
were first transplanted in the late 1960s. Other internal organs’ transplantation, 
including lungs, started in the1980s.

Ciclosporine, the first effective immunosuppressant drug to stop the rejection 
of transplanted organs, was developed in1983. These days four classes of im-
mune-suppressants are used: Calcineurin inhibitors (Tacrolimus and Ciclosporine), 
antiproliferative agents (Mycophenolate Mofetil, Mycophenolate sodium, 
Azathioprine) and mTOR inhibitor Sirolimus. These medications saved lots of 

transplants and therefore lots of lives, but at a 
price. All of them suppress the mechanisms by 
which the immune system protects skin from 

developing skin cancers, particularly under the 
effects of ultraviolet (sun shine). 

The risks of developing skin 
cancers are also determined 

by skin colour and, 
therefore, the likelihood 

of becoming sunburnt. 
The lighter is the skin, the 

higher the risk.

Spotting the changes.
Skin-care whilst on immune 
suppressing medication. 

By Dr Ekatrina Barova, Dermatologist, Bedford NHS Trust

Sun, sand and skin

“The risks of 
developing skin 

cancers are 
also determined 
by skin colour 
and, therefore, 
the likelihood 
of becoming 

sunburnt. The 
lighter is the skin, 

the higher  
the risk.”
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“Those most at 
risk are male, 
over 50, with 
outdoor jobs 
and hobbies.”

An American dermatologist Dr Tomas Fitzpatrick in 1975 developed a classification 
which recognizes 6 different skin types, depending on the amount of melanin (the skin 
pigment) in the skin: 

type 1 (white skin, blue eyes, blond/red hair)– always burns, never tans; 

type 2 (fair skin, blue eyes) – first burns then lightly tans; 

type	3	(light brown skin) – sometimes burns, tans light brown; 

type 4 (moderate brown) – burns minimally, always tans well;

type 5 (dark brown) very rarely burns, tans very easily;

type 6 (deeply pigmented dark to darkest brown) never burns.

The scale was originally developed to predict the risks of a skin cancer called malignant 
melanoma. This potentially dangerous malignancy (cancer) is curable if diagnosed early. 
Melanoma may arise from a pre-existing mole (naevus) or may occur as a new freckle or 
mole. Typically, it is a mole or a freckle which looks darker than others. Dermatologists call 
such a mole ‘an ugly duckling’. They often have uneven borders and different shades of 
brown pigmentation (pic. 1,2). Rarely, malignant melanomas have practically no pigment. 
These are called amelanotic melanomas. 

Melanoma can occur anywhere on the skin, and rarely on mucosal membranes. The risk 
of developing a malignant melanoma does not necessarily depend on the amount of 
sun exposure and history of sunburns, unlike other common skin cancers. Immunosup-
pression and the history of malignant melanoma in relatives increases the possibility of 
developing this condition.

The most common skin cancers are basal cell carcinomas (BCCs), squamous cell carcinomas 
(SCCs) and Bowen’s disease (very superficial SCC). They are otherwise known as 
non-melanoma skin cancers. The most common location of BCCs and SCCs is the face. In 
people with solid organ transplants there is a higher incidence of SCCs than BCCs.

There are different clinical presentations of basal cell carcinomas: nodular, superficial 
spreading, multifocal, infiltrative, and other. BCCs can look like small ulcers with a rolled 
edge or like a pink or red 
‘bump’ or a flat pink 
scar-looking patches/
marks, which do not 
go away for many 
weeks or months. 
They can bleed 
with any mild 
trauma 
(pic. 3,4,5). >

Pic 1: Malignant Melanoma arising 
from pre-existing naevus

Pic 2: Malignant Melanona

Pic 3:  Nodular and superficial BCC

Sun, sand and skin

www.kidneycareuk.org


 26
       

Issue 5  Spring 2019   www.kidneycareuk.org
 

BCCs are sometimes called ‘rodent ulcers’ because of their ability to ulcerate and the 
tendency for the affected area to look as if it has been eaten away. 

Most of the time BCCs occur in the sun exposed areas, but sometimes the growth can 
be found in areas which are covered, such as scalp and genitalia (4% of cases). BCCs 
are slowly growing tumours, but they can result in considerable local destruction and 
disfigurement when treatment is neglected or inadequate. The best treatment for 
BCCs is skin surgery. Other treatments for superficial BCCs include 5% Fluorouracil, 5% 
Imiquimod and Picato creams, Photodynamic therapy (Metvix cream, a photosensitiser 
with red light 630 nm), Liquid nitrogen and local radiotherapy, which is used rarely.

Actinic keratosis is a precancerous condition (pic.6). It presents as small dry crusted 
areas of skin on the backs of the hands, forehead, on the scalp, particularly in people 
with thin or no hair. Shins, tops of the feet, calves are also often affected. If untreated 
they may progress into a very superficial form of Squamous Cell Carcinoma (SCC), 
called Bowen’s disease. Bowen’s disease is sometimes mistaken for patches of eczema 
or psoriasis. Actinic keratosis and Bowen’s disease occur in sun exposed areas. Bowen’s 
disease can progress into an SCC well, moderately or poorly differentiated (pic.7).

Triple immunosuppressive therapy with Ciclosporin, Azathioprine and Prednisolone 
used in transplant patients is known to increase the risk of non-melanoma skin cancer 
100-fold. According to a research study in Dublin, those most at risk are male, over 50, 
with outdoor jobs and hobbies, and the risk increase with the duration of suppression. 
In the case of BCCs, short periods of intense sun exposure were significant, whereas 
with SCCs, it was a cumulative effect of total sun exposure. 

The majority of skin tumours were on sun-exposed areas, with 80% of those affected 
admitting to never using sun protection. People younger than 50 years old were more 
likely to use sun protection both before and after the transplant, and so were female 
patients before transplantation. The reasons given were forgetfulness, cosmetic 
appearance, lack of knowledge, and in some cases the misapprehension that their skin 
could tolerate the sun. The study confirmed the importance of using sun protection.

SPF 30 and higher needs to be used to achieve adequate skin protection. Recent 
recommendations suggest the use of SPF 50, due to the fact that people often do not 
use the correct quantity of sun screen. Sun protective clothes, produced from a fabric 
rated for its level of ultraviolet protection, have a specific weave structure, and some are 
pre-treated with UV-blocking ingredients. It is the most reliable way to protect skin. 

The British Association of Dermatologists recommends that patients with a history 
of immunosuppression and skin cancers should be referred to a Dermatologist for 
regular check-ups.

Pic	7:		SCC	abowen’s	and	Actinic	
keratosis

More information
If you would like to read more on 
how to look after your skin our 
help-leaflet ‘Cancer risk in patients 
with kidney disease’ may be found 
at: www.kidneycareuk.org/booklets

Or, to order your own copy please 
email us at info@kidneycareuk.org 
and we will send the leaflet to you. 

Pic 4: BCC

Pic 5: Rodent Ulcer

Pic 6:  Bowens and 
Actinic keratosis

www.kidneycareuk.org
www.kidneycareuk.org/booklets
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Brain functions like memory and concentration gradually get worse in everyone as we 
get older, but cognitive problems are more common in people on dialysis. Until now 
the reasons were unclear, but the Glasgow study shows that the cause may be 
reduced blood flow to the brain during HD. 

Study investigator Professor Paddy Mark, Professor of Nephrology at 
the University of Glasgow, commented: “This is an important finding 
that I hope will reassure patients, in that it gives them some insight 
into why they feel that their concentration is less good on HD. If 
you feel that your brain is bit fuzzy during your treatment, that 
can be normal, but if you are worried do talk to your kidney 
doctor or nurse.”  

The study included 97 adults (average age 59 years), who were 
receiving standard in-centre HD for four to five hours, three times a 
week. The researchers measured the flow of blood to the patients’ 
brains throughout dialysis and assessed their cognitive function on 
and off dialysis. The patients’ brains were also scanned with MRI to 
see if there were any changes to the white matter over time. The 
brain’s white matter contains the nerve fibres that enable brain 
cells to send and receive messages to the body. 

Blood flow to the brain was lower during dialysis, and was 
related to declines in cognitive function. After 12 months 
of continuing HD, changes in blood flow were also 
related to changes to the white matter, as well as to 
cognitive function.  

Paddy and his co-researchers believe that in future it may 
be possible to limit these effects on the brain by identifying 
patients who are most at risk. They also suggest that the changes 
may be reversible to some degree, as memory and white 
matter improved in the group of patients who received a kidney 
transplant during the study. 

“I would be very interested to see if our results also apply to 
peritoneal dialysis, or if longer or nocturnal HD sessions or more 
frequent, gentler HD might result in more stable blood flow to the 
brain. In the meantime, my view is that you should not make big 
decisions while you are on HD. It would also be useful if advice about, 
for example, diet or medicines that you receive while you are dialysing is backed 
up with written information and the option for discussion with your health professionals when you are 
not on HD,” concludes Paddy.

The study, ‘Investigating the relationship between cerebral blood flow and cognitive function in haemodialysis 
patients’, was published in the Journal of the American Society of Nephrology. It was funded by Kidney 
Research UK, the Stroke Association and Darlinda’s Charity for Renal Research.

Lifting the fog from 
‘kidney brain’
A study from the University of Glasgow helps explain why haemodialysis (HD) 
patients have ‘dialysis fog’ or ‘kidney brain’ during their treatments.

More information
You can read the scientific summary of the study at https://jasn.asnjournals.org/content/30/1/147 
You will need to pay a fee to read the complete article.

www.kidneycareuk.org
https://jasn.asnjournals.org/content/30/1/147
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Join us at the 2019 British  Transplant Games
The donor family flame burns bright 
in Newport! Preparations are 
under way for what is set to 
be a record-breaking Games, 
welcoming more than 850 
athletes, all of whom have 
received a life-changing 
transplant, and over 1500 
spectators from all corners 
of the United Kingdom. 

With	each	passing	year	the	British	
Transplant	Games	gains	momentum	
and	attracts	more	and	more	transplant	
recipients.	They	participate,	not	
only to test their regained agility 
and physical ability, but also to pay 
tribute to their donors, medical teams, 
and	the	thousands	of	nurses	and	NHS	
professionals who support them through 
their	ongoing	journey	with	a	functioning	
transplant.	The	Games	are	also	the	time	
for transplant families to get together 
and share their experience and make new 
friends as they cheer on members of their 
family in over 100 challenging events. 

All	ages	and	abilities	are	invited	to	attend.		
Games’	records	are	broken	each	year	by	
some of our most talented and determined 
transplant-athletes. And we challenge you 
not to be moved to tears at the sight of a 
little	girl,	recently	transplanted	tossing	her	
walking frame to one side to compete in the 
long-jump	competition.	

Make	2019	the	year	YOU	join	in.		The	Grand	Opening	
Ceremony,	where	each	team	parades	its	flag	past	the	crowded	
auditorium,	and	the	Gala	dinner	bringing	the	Games	to	a	close	
are	all	part	of	the	whole	experience.		Contact	your	unit	to	find	
out	if	you	have	a	team	travelling	to	the	Games	this	year.		If	not,	
there’s	still	time	to	pull	one	together.	Registration	details	are	at	
the	bottom	of	the	page.

At	the	launch	event	in	January,	Professor	 
Chris	Jones,	Deputy	Chief	Medical	
Officer,	Welsh	Government	said,

“The Games are a 
celebration.  These athletes 
are able to compete because 
of the kindness of countless 
donors and their families who 
have given the gift of life.”

Photographs by Martin Hill Photography: www.mphillphotography.co.uk
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One little boy, Isaac O’Kane, competed at the Games last 
year as part of the Leeds Children’s Team, funded by Kidney 
Care UK.  His mother (and living donor), Michelle explains 
what the Games mean to the whole family, 

“As every transplant family knows, it is a triumph in itself to 
get to the Games. In our day to day lives we have ongoing 
anxieties about Isaac and his future. We try to live positively, 
appreciating the days out of hospital and hope that by living 
a healthy life our days in hospital will be fewer. 

“Isaac has been competing at the British Transplant 
Games for three years now following his successful kidney 
transplant in 2015 at just 21 months old, which he received 
from me. 

“Isaac was born with chronic kidney disease secondary to 
posterior urethral valves, which had created a blockage and 
damaged both kidneys. Isaac spent his life as a baby very 
much in isolation and lived in and out of hospital. It was a 
battle to get him big enough to have the transplant.

“The day following the transplant was amazing. Isaac sat up 
and ate his first ever dish of tomato soup! His consultants 
referred to his kidney as ‘super-kidney’, which had cleaned 
his creatinine from the 600s to 13 in the first day! 

“Isaac is now enjoying the life he missed out on during his 
first couple of years here with us, and makes the most of 
every opportunity. Isaac is a typical boy and has a real zest 
for life. He wants to climb the highest height and be the 
fastest skier! He definitely found his feet at the Birmingham 
Games last year and we are very proud parents. 

“Someone asked me to define what the Transplant Games 
mean to us. I have pondered long and hard over this and 
tried to imagine our lives without the opportunity of the 
Games. 

“The answer is simple, it’s hope”. 

Join us at the 2019 British  Transplant Games

More information
To find out how to attend or support this year’s 
British Transplant Games 
 in Newport, and to register your interest in com-
peting, go to:

www.britishtransplantgames.co.uk

Click on the yellow ‘register’ tab on the right-hand 
side of the home page

in Newport, 25–28 July

www.kidneycareuk.org
www.britishtransplantgames.co.uk
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Tough	Mudder
We’re looking for individuals and teams brave enough 

to take on the Tough Mudder Challenge. There’s a 
range of distances, locations and dates for you to 

choose from. So round up your friends and colleagues 
and take on this world famous, very muddy obstacle 

course in support of Kidney Care UK.

Support Kidney Care UK your way

Skydiving
Join our team of skydivers at Honington Airfield (Oxford) on 
Sat 5 October. This special one-day skydive will see a team 
of Kidney Care UK supporters accelerating to more than 
120 mph as you jump from more than 10,000 ft. 

What amazes us even more is the range of ways you show 
your support. You will have seen our regular thank-you column 
(opposite) that shows some of the fantastic ways in which you 
choose to support kidney patients and their families. But we 
wanted to share another example - from Ian Exton.  

Ian, who has chronic kidney disease (CKD), turned his 
participation in a research study into a fundraiser for Kidney 
Care UK. Ian’s participation in the study saw him spending 
up to three hours a week cycling on a static bike while 
undergoing haemodialysis at Kettering Renal Unit.  During 
his first session on the bike, Ian decided to raise money for 
Kidney Care UK by challenging himself to pedalling the length 
of the Tour of Britain - a staggering 1,126km! 

Since his first session, Ian has been able to regularly increase 
the duration and resistance level and says that the exercise 
has had a notable effect on his health. He said: “It’s the first 
time I’ve taken part in a research study.  But as soon as I 
found out that I’d be on a bike I realised I could help with 

research and raise money for a good cause at the same time. 
It’s been a really positive experience for me. Since I started 
taking part I’ve seen my fitness improve, and being able to try 
and improve week-on-week definitely keeps me motivated.”

Ian has finished his participation in the study now and has 
raised nearly £500 completing 
his cycling challenge. We’re 
touched that Ian has used this 
opportunity to raise money 
for Kidney Care UK and it’s 
wonderful to know that he has 
also seen an improvement in his 
health in the process. 

If you’ve come up with a 
possible fundraising opportunity 
or idea, please get in touch and 
we will do all we can to help 
make it a success.

Become a #KidneyWarrior

To find the event that best suits you go to:
www.kidneycareuk.org/events or call us on 01420	594943.

We are proud that in 2018 more than 3,500 individuals, groups or companies chose to 
support Kidney Care UK with a donation or fundraising event. We are incredibly grateful 
for this support, and that of everyone who supports us with their time, knowledge, 
contacts, profession or simply by talking about kidney disease and the charity.

www.kidneycareuk.org
www.kidneycareuk.org/events
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Ellis Hook

Your support is the only way we can 
improve the lives of kidney patients.  

Thank you…

Gordon	Speer	BEM and the Portsdown Ladies 
and Male Voice choir for raising a huge £2,175 
through their Christmas carol service.

Ruth Leitch who raised £50 selling old 
Christmas cards that she turned into gift tags.

Everyone who bought their Christmas presents 
through Amazon Smile, raising nearly £2,000 
for us.

Our amazing team of 23 #KidneyWarriors 
who ran the London	Marathon and raised an 
amazing £35,000, and to all the wonderful 
volunteers, family and friends who joined us on 
the day.

Simpson	Millar	Solicitors for their very 
generous donation.

Anyone who hosted a birthday or anniversary 
fundraiser through Facebook Donate!

B	Braun	Medical	Limited	and their employees 
who raised more than £2,500 by donating the 
odd pennies from their pay through ‘Pennies 
from Heaven’.

THANK YOU

Get in Touch
w:  www.kidneycareuk.org/get-involved
t:  01420 594 943
e:  fundraising@kidneycareuk.org
a:  3-4 The Windmills, St Mary’s Close, Turk 

Street, Alton, GU34 1EF

Registered Charity number 270288   (England and Wales) and SCO48198 (Scotland)

Volunteer with us at Rocky’s Road 
Car	and	Music	Festival.	
Kidney Care UK supporter, Paul Moore is honouring his father’s 
two great passions at Rocky’s Road Car and Music Festival in 
Aylesham, Kent. The festival is raising money through a small 
on-the-gate fee, a bucket collection and through the stalls and 
vendors who have all generously agreed to make a donation. 

We will be there to host a stall and support Paul, we are looking 
for volunteers to offer their time to help us at the event. If you’d 
like to come along and join us for the day as a volunteer, please 
email us at fundraising@kidneycareuk.org or give us a call on 
01420 594 943.

You can stay up to date with festival details through the events 
Facebook page (search Rocky’s Road Car 
 and Music Festival).

Support Kidney Care UK your way

www.kidneycareuk.org
www.kidneycareuk.org/get-involved
mailto:fundraising@kidneycareuk.org
mailto:fundraising@kidneycareuk.org
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We know that dialysis and the medication prescribed to 
treat aspects of chronic kidney disease (CKD) can play havoc 
with your sex life, which in turn can shine a harsh spotlight 
on an already potentially isolating experience. We have 
received a couple of anonymous letters asking us to explore 
some of the treatment options and advice available in a 
future issue of Kidney Matters.  The answer to that is yes, we 
certainly will.

In the meantime, you might find the Summer 2018 Kidney 
Matters, Kidney Clinic article ‘It’s no laughing matter’ helpful, 
which is still available to view/download at www.kidneycareuk.
org. If you do not have access to the internet please call us on 
01420 541424 or email info@kidneycareuk.org and we will be 
happy to print the article and send it to you.

We also have a Kidney Care UK Help booklet called ‘Having a 
healthy sex life’. It is available to download at 
www.kidneycareuk.org/booklets

If you do not have access to the internet or would prefer to receive a booklet 
through the post please see below for details of how to obtain your own copy 
(or copies if you represent a dialysis or renal unit).

Find useful information at https://sexualadviceassociation.co.uk/

If you want to know 
about kidneys, what 
they do, why they fail 
sometimes and what 
can be done to treat 
them when they do fail, 
you’ll find the answers 
to these questions and 
many more in Kidney 
Failure Explained.  
This very popular 
and informative book 
has been updated 
and is now available 
to purchase from 
the publishers, Class 
Publishing.  Class is 
running an introductory offer to readers of Kidney Matter on this 6th edition 
until 28 June.  By using the code KFE2019 when placing your order, you will 
qualify for a 20% discount on the RRP, bringing the cost down to £19.99.

To order your copy go to www.classprofessional.co.uk or call 01278 427800 
quoting our special discount code.

Love, sex and 
relationships

Kidney Failure Explained

www.kidneycareuk.org
www.kidneycareuk.org
www.kidneycareuk.org
mailto:info@kidneycareuk.org
www.kidneycareuk.org/booklets
https://sexualadviceassociation.co.uk
www.classprofessional.co.uk
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Guy’s, St Thomas’ and King’s hospitals have produced 
a series of helpful videos on how to manage each 
stage of chronic kidney disease, from diagnosis 
through to transplant and beyond. You might 
recognise Sue Lyon, our Deputy Editor featuring in 
some of them!

View videos at: www.mykidney.org/News/Kidney-
Information-Films.aspx

Seeing is believing

Help is at hand
If you are a kidney patient, a friend or a family member of a kidney patient, or if you are 

a professional involved in the care of kidney patients, we have a library of over 50 well-

researched and regularly updated Help booklets offering best advice on a number of chronic 

kidney disease-related topics. The full range of Kidney Care UK Help booklets may be 

accessed at:  www.kidneycareuk.org/booklets

You can download them yourselves or we are happy to send hard copies to you, free of charge.  

If you represent a dialysis or renal unit please let us know quantities required and we will post 

these out to you. If you would prefer to order hard-copy booklets please call 01420 541424  

or email info@kidneycareuk.org.

Information	 
is like compost;  
it does no good  

unless you spread  
it around

www.kidneycareuk.org
www.mykidney.org/News/Kidney-Information-Films.aspx
www.mykidney.org/News/Kidney-Information-Films.aspx
www.kidneycareuk.org/booklets
mailto:info@kidneycareuk.org
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“the challenge 
for us all is 
to continue 
to ‘Keep it 

Renal’ at every 
opportunity”

Northern Ireland may well be a place apart but when it comes to showing love 
and generosity to each other through living donation we are quite literally 
leading the world.  

The pioneering Renal Unit at Belfast City Hospital marked 50 years of renal 
services last year – a medical milestone widely celebrated by patients, 
donors, recipients and healthcare professionals across the seven renal 
units of ‘the province,’ including the Royal Belfast Hospital for Sick 
Children.  

Established by the inspirational Professor Mollie McGeown, the 
Unit has conducted close to 2,500 kidney transplants in its 
five-decade history.  Just think about the families impacted, 
the lives saved and the beautiful gifts of life received.

A BBC One Northern Ireland ‘True North’ documentary, broadcast 
in February, entitled ‘Life on the List,’ showcased the Unit and featured 
expert input from Consultant Nephrologist Dr Aisling Courtney and 
Consultant Surgeon Mr Tim Brown.

Northern Ireland: The living kidney donation capital of the World
Who knew that a quiet little corner of the United Kingdom had the 
highest living kidney donor rate per head of the population in the 
World…. well, now you do!

Attending the preview of BBC One True North 
documentary ‘Life on the List’ at Belfast City Hospital 
were, from left to right: Joan Elliott, Kidney Care UK NI 

Ambassador Jo-Anne Dobson, Consultant Surgeon  
Mr Tim Brown, Mark Dobson, Eric Elliott 

and BBCNI’s Stephen Watson.

www.kidneycareuk.org
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“So successful  
was the documentary 
that it has resulted 
in a marked and 
welcome upsurge in 
people registering their 
interest to be a future 
living donor.”

Northern Ireland: The living kidney donation capital of the World

Marking the 50th birthday and providing a behind-the scenes insight 
into the ground-breaking living kidney donor transplant programme, the 
documentary film was written and produced by kidney recipient and 
BBCNI Sports Presenter Stephen Watson.  It featured the live transplant 
of Kidney Care UK Northern Ireland Ambassador Jo-Anne Dobson to her 
son Mark. 

The feedback received from the public has been constant and uplifting.  
So successful was the documentary that it has resulted in a marked and 

welcome upsurge in people registering their interest to be a future 
living donor.  

For those who year on year live with the reality of a ‘Life on 
the List’ the sad fact remains that last year 14 people on the 
transplant waiting list in Northern Ireland died because a 
suitable donor could not be found.  

That’s why documentaries like this deserve our praise and 
encouragement for bringing the real kidney heroes like Aisling, 

Tim, Stephen, Richard, Dorothy, Jo-Anne and Mark into the public 
spotlight.  

The trick, and indeed the challenge for us all is to continue to ‘Keep it 
Renal’ at every opportunity.  If we can do this we will have successfully 
delivered the message that we all have it within us to be a life-saver!

Living donor kidney transplants by centre per 
million	population	(pmp)

www.kidneycareuk.org


By Nicola Lawes

Tenerife is the largest and most populated island 
of the seven Canary Islands.  Approximately five 
million tourists visit Tenerife each year and in 
2018 I was one of those lucky people.  With a 
greatly appreciated holiday grant from Kidney Care 
UK, I was able to book a week away in January 
to enjoy the feeling of hot sun on my skin and 
have an adventure. The sun shone every day and 
temperatures were in the low to mid-twenties.

I didn’t fancy staying in the middle of the lively 
nightlife of Playa de las Americas and so we stayed 
at Hotel Isabel in Costa Adeje, which is a little 
bit further north.  It’s a lovely town favoured by 
family groups of numerous nationalities and only 
a ten-minute taxi ride away from the hospital (or 
an enjoyable half hour bus ride).  The hotel was 
absolutely lovely and we had our own apartment 
with kitchen, dining area, lounge, bedroom and 
bathroom, not to mention outside space. Nice 
to be self-sufficient in case of being unwell, but 
fortunately I was well the entire trip.

I booked my dialysis through Freedom and had 
three x four hour slots booked at Hospital Sur in 
Playa de las Americas.  I was a bit concerned that 
I didn’t get the timing of my slots confirmed in 
advance because it affected whether I booked 

excursions on dialysis days.  As it turned 
out, I got the morning sessions that 

I wanted and there was no 
inconvenience. It would 

have been nice to 
know in advance 

though.  The 
staff at the 

hospital 
were 

lovely, the management and co-ordination of 
sessions efficient with no waiting around and the 
refreshments trolley was entirely satisfactory!  I 
couldn’t comment on the needling as I self-care, I 
would say that the nurses’ English language wasn’t 
so great and that was a bit tricky in terms of my 
not knowing their machines.  I wanted to reduce 
my UF and asked a nurse to do so and she stopped 
the whole process. She thought I wanted to come 
off rather than stop taking fluid off.  I should have 
learned the lingo!

I would definitely recommend Tenerife as a winter 
sun destination.  There is so much to do.  As well 
as lounging by the pool and taking advantage of 
the hotel amenities we visited Mount Teidi. Teide 
National Park is a UNESCO World Heritage Site 
and is located in the centre of the island. In it, the 
Mount Teide volcano rises as the highest elevation 
of Spain and the third-largest volcano in the world 
from its base. It was a dramatic trip with sunshine 
at the start of the trip and a snowy blizzard half way 
up. Four seasons in one day!

We also saw the island’s 1,000 year-old dragon tree, 
the natural symbol of the island.  It was in Icod de 
Los Vinos and apparently the oldest living plant 
of this species. For the Guanches, the aboriginal 
people inhabiting Tenerife before the Spanish 
conquered the island, this was a holy tree and they 
believed its sap could cure all sorts of illnesses; 
the legend says that when these trees died they 
transformed into dragons.

We also went to Masca, a little village where 
the time seems to have stopped. It is high in the 
mountains, in the middle of fantastic natural 
scenery which I will never forget.  I’d expected 
Tenerife to have a classic ‘Brits’ holiday feel about 
it, with lots of nightlife, ex-pats and English food.  
There was a lot of that, but there was much, much 
more of the Spanish culture, peacefulness, beautiful 
countryside and extraordinary wildlife. A week 
wasn’t long enough and I can’t wait to go back.  I’d 
recommend dialysis patients go.  

My dialysis was paid for through the European 
Health Insurance Card (EHIC).  However, at the time 
of writing we do not know what the future will hold 
because reciprocal free dialysis arrangements have 
not yet been agreed with the post-Brexit EU.  

Wish you were here  Winter Sun 
                in Tenerife
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“I would definitely 
recommend Tenerife as 
a winter sun destination.  
There is so much to do.  

As well as lounging by the 
pool and taking advantage 

of the hotel amenities 
we visited Mount Teidi. 
Teide National Park is a 
UNESCO World Heritage 
Site and is located in the 

centre of the island.”

Wish you were here  Winter Sun 
                in Tenerife

sponsored by

www.kidneycareuk.org
http://www.holidaydialysis.co.uk
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Gift of Living Donation (GOLD) is hosting an 
appreciation lunch for UK’s Black living donors in 
honour of those who have donated a kidney to a 
loved one. 

On 18 May 2019 at the Holiday Inn, Bloomsbury, 
London, living donors and their families will enjoy 
a superb lunch whilst sharing stories, anecdotes, 
and emotional moments of their living donation 
experience.

Dela Idowu, founder and Director of Gift of Living 
Donation (GOLD) said: “It’s a special occasion to 
bring together black living donors in the UK to say 
thank you for their act of kindness and for giving 
their loved ones the gift of life. The lunch will 
showcase the positive impact these living donors 
are making in the community and also highlight 
the need for more Black people to come forward 
as donors.  The number of living donors from the 

Black community is declining, mirroring the trend 
across all ethnicities. Last year only 17 Black people 
donated a kidney to a loved one; less than half 
the figure of five years earlier. In contrast, there 
are currently 632 Black people on the transplant 
waiting list, sadly last year 31 Black patients died 
waiting for a transplant”.

For more information on this event contact: Tayo 
Idowu: - email: tayo1@giftoflivingdonation.co.uk

The Scottish Kidney Federation and Kidney Care UK 
will be hosting a ‘Living well with chronic kidney 
disease in 2019’ conference in Perth at the Queens 
Hotel on Saturday 7th September. 

We will publish details of the programme and speakers 
in the summer edition of Kidney Matters.  Please book 
early as this will be an extremely popular event!

For more details contact 01475 672272 or  
ewen.maclean@yahoo.com

Appreciation Lunch to Honour 
UK’s selfless Black living donors

Save the date

For	those	keen	to	listen	to	Maddy	Warren’s	great	playlist	of	

inspirational	songs	compiled	to	commemorate	her	20-year	anniversary	

on	dialysis	(to	which	many	of	us	contributed	suggestions),	go	to	Spotify	

and search for the playlist called Kidney Survivors.

Marge and Paul 
Reynolds.  Paul 

donated a kidney to 

his sister, Marge

www.kidneycareuk.org
mailto:tayo1@giftoflivingdonation.co.uk
mailto:ewen.maclean@yahoo.com


To find out how we can help 
visit www.kidneycareuk.org
or call us on 01420 541424

We’re here for you!

Help and support for kidney 

patients and their families

Patient advocacy, 
information  
and advice.

Counselling 
support line.

Financial help 
 for patients on  

low incomes.

Holiday and  
short break 

grants.

Campaigning for 
better services 

and support.

At Kidney Care UK we understand the many challenges of living 
with kidney disease. Our free patient services include:

http://www.kidneycareuk.org

