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Welcome to the spring issue of Kidney
Life. I would like to thank all patients,
carers and healthcare professionals
who come forward to share their
stories, experiences and research
with our readers.
We know that transplants are life-changing, read how
Haylay’s transplant enabled her to compete in the
World Agility Championship on page 14.
With the new Opt-out system coming in effect
from spring 2020 in England, and autumn 2020 in
Scotland, there have been many misconceptions
around organ donation in social media. In this issue
of Kidney Life, we hope to eradicate these myths and
provide you with some facts regarding the Opt-out
system on page 20.
This spring the NKF is inviting you to the annual AGM
and KPA Day, come join us and read what we have
lined up for you on the day on page 6.
The NKF wishes you all a happy and prosperous 2020!

Sumaya Masood
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NKF Officers and Executive members do
usually belong to a KPA, but offer their
services to NKF as individuals. As such NKF
recognises that views expressed by its Officers
and Executive members are expressed as
individuals and do not necessarily represent the
views of their KPA.

All CALLS to the
NKF Helpline are
FREE of charge
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NKF update...
Message from
the new Chief
Executive
– Andrea Brown

NKF
Liaison
Officer
– Mark Davis
I am a renal patient of over 11 years, having
been on in-centre haemodialysis treatment
for just under 3 and a half years being an
unplanned starter, before receiving
a transplant in 2012.

I have been working for the NKF
since 2012 when I joined as Helpline
Manager, my job role has changed a
couple of times over the years. I am
pleased to say, I am now the Chief
Executive of this wonderful charity.
My background before the NKF was adult mental
health and learning disabilities, I worked in that sector
for ten years.
I have seen the NKF change greatly over the last
eight years and I am looking to make more changes
along with the wonderful staff team and Executive
Committee, to ensure the charity supports the reason
it exists – the patients.
The NKF will continue to develop relationships with all
KPAs and stakeholders as we embark on developing a
new strategy to take us through the next decade.
If you wish to contact me, please email
andrea@kidney.org.uk

Registered Office:
The Point, Coach Road, Shireoaks,
Worksop, Nottinghamshire S81 8BW
T: 01909 544999
E: nkf@kidney.org.uk
Charity Nos. 1106735 SC049431
Co. No. 5272349 reg. in England & Wales
Give as You Earn contribution No. CAF.GY511

My partner Claire made the most amazing selfless
decision in donating one of her kidneys to me, thus
allowing me to re-commence employment.
Previously, I was the West Midlands Advocacy Officer
for the NKF & BKPA for over five years between April
2012 – May 2017. I have also been a member of the
Executive and the Treasurer of the NKF for around one
year until November 2019, before I had to step-down
due to being successful in my application to become
the new NKF Liaison Officer.
I only commenced this completely new post in midNovember 2019, and the role will evolve over time.
Initially, my role is with the aim to help and directly
assist the many Kidney Patient Associations around
the United Kingdom. I will be meeting with many
KPA Chairs and attending as many KPA Committee
meetings as I can, sharing best practice, and hopefully
being able to set-up new Kidney Patient Associations
in areas where there are currently none present.
There are also elements within my role of national
work regarding renal services – I have recently become
a member of the Renal Association Patient Council and
I am a patient representative on NHS England’s Renal
Service Transformation Programme which launches
this year.

Our Helpline is free of charge to call on 0800 169 09 36
The NKF runs the only UK Helpline dedicated to kidney
patients, with over 200 unique and regularly updated
information leaflets and two fully trained, experienced advisers
providing a 5 day a week service to kidney patients, carers and
healthcare professionals.
The NKF Helpline is open from 9am until 5pm Monday to
Friday on 0800 169 09 36 e: help2@kidney.org.uk

If you want to raise funds for the NKF,
plan an event, make a donation to the
NKF or discuss leaving a legacy to the
NKF please contact Pete Revell (NKF
Head of Fundraising).

T: 01263 722287
E: pete@kidney.org.uk
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Helping Dialysis Patients to
Shower Safely
The Independence Shower Protection Range
allows users to shower without fear of
infection.
We believe that everyone has the right to
shower, and are committed to helping dialysis
patients to shower safely. Our range of
waterproof pouches are designed to prevent
water from coming into contact with the
catheter site and minimise the potential risk
from water borne infections.
The new VAP3 Shower Protection Pouch
features all the benefits of the popular VAP1
Pouch but has been designed for users who
require or prefer a shorter length on their
pouch.
● Ideal for Paediatric patients
● Ideal for Haemodialysis patients with a shorter
catheter
● Ideal for Peritoneal Dialysis patients who prefer a
larger aperture
● Provides cost effective protection of the dressing
and catheter exit site
● Securely houses the catheter lumens
● Provides a watertight seal to
minimise the risk from water borne infections
● Clear medical film aids positioning and provides
visual reassurance of the integrity of the pouch

For Haemodialysis
patients with a
Central Venous
Catheter for
showering
Product
Code

Description

Pack
Size

VAP1

Independence Wound Protection/Collection Pouch
(for dressings up to 75mm x 115mm)

10

VAP2

Independence Wound Protection/Collection Pouch
(for dressings up to 115mm x 135mm)

10

VAP3

Independence Wound Protection/Collection Pouch
(for dressings up to 75mm x 115mm)

10

For Peritoneal
Dialysis patients for
activities such as
showering, bathing
and swimming
Product
Code

Description

Pack
Size

AP1

Activity Pouch (Opaque Film)

30

EA2

Independence Extra Sticky Pouch (Clear Film)

10

To request samples please call

#show
e
fely
rsa

0800 160 1399

visit: www.independencedirect.co.uk
email: enquiries@independencedirect.co.uk

AVAILABLE ON PRESCRIPTION FROM
INDEPENDENCE DIRECT – 0800 160 1399
enquiries@independencedirect.co.uk – www.independencedirect.co.uk
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Digital Technology Transforms
Renal Patient Experience

Contribution by Barts Health NHS Trust

A new virtual clinic designed by doctors gives renal patients more specialist consultant time.
According to the NHS Long Term Plan, digital technology will provide convenient ways for patients
to access advice and care. A digital NHS ‘front door’ through the NHS App will provide advice, check
symptoms and connect people with healthcare professionals, including through telephone and video
consultations. Patients will be able to access virtual services alongside face-to-face services via a
computer or smartphone.
Under this plan, digital-first primary
care will become a new option
for every patient improving fast
access to convenient primary care.
There are about 307 million patient
consultations at GP surgeries each
year. Some GPs are now offering their
patients the choice of quick telephone
or online consultations, saving time
waiting and travelling. Over the next
five years, every patient in England
will be able to choose this option,
usually from their own practice or,
if they prefer, from one of the new
digital GP providers.
The Long-Term Plan also stipulates
that digital GP models can
help expand the GP workforce
participation rate by offering flexible
opportunities to part-time GPs.
In some hospital’s patients are
already benefitting from the redesign
and transformation of outpatient
services and enhanced digital
technology. Kidney doctors at Barts
Health NHS Trust and GPs in the
area, set up a pioneering virtual
e-clinic for GPs so they can send
questions about kidney patients
direct to consultants for a quick reply,
significantly reducing outpatient
appointments. Since it began, waiting
times for outpatients have dropped
from as much as 15 weeks to just five
days for advice.

Dr Neil Ashman, a consultant renal
physician at Barts Health, worked
with Dr Sally Hull, a local GP, to
develop the system, said: “We were
seeing a lot of patients who gained
little from seeing a consultant, and
instead are supporting GPs to help
these patients. We worried it would
be more work for GPs, but we hope
that getting a fast and helpful opinion
actually makes things easier.”

“I have got to know the terrific
GPs in our community, and try
to help solve problems either
in the GP record, or by email
or (best of all) by phone, but if
we think a patient does need
extra care then they can get in
to see us far more easily, and
into the right specialist clinic.
Our team can now focus on
men and women on dialysis, or
those with more severe kidney
disease, where specialists can
make the biggest difference.”
Initially, 20% of patients seen in our
virtual clinics came to the hospital to
see a kidney specialist face to face,
but as the service has developed,
this figure has fallen further to only
10% which could generate significant
savings across North-East London to
be recirculated in the local NHS.

Sir Sam Everington, local GP
and clinical lead for the North
East London Sustainability and
Transformation Partnership (STP),
said: “We have the ambition to
reduce 50 per cent of our outpatient
appointments in a similar way
because we know patients want to
be seen conveniently, quickly and
close to home.
“If I have a question for Neil, I get an
answer in a few days. He can see
the GP notes remotely and I can see
the important hospital clinical notes
from my computer in general practice.
If either of us are worried about a
patient, we can make sure they go in
straight away. All of the clinicians get
along well together and are extremely
courteous, so the system works.”
Built into the system is a computer
trigger tool which alerts the GP to
falling kidney function.
Initial evaluation of the community
kidney service received a positive
response from patients as well as
GPs and clinicians. Patients reported
that they were happy to share their
medical records and that their care
was discussed with a specialist
without needing to go to the hospital.
The service is a good example of the
wider NHS working together to put
patients at the centre of their care
and building services around their
needs. Barts Health has one of the
biggest renal services in London
and undertakes about 220,000
dialysis sessions a year. The number
of people diagnosed with endstage kidney disease (and therefore
requiring dialysis or a transplant) has
been steadily growing in recent years.
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Events

NKF Annual General
Meeting and KPA Day
Are you a member of your local Kidney Patient Association (KPA)?
Are you a kidney patient and would like your voice to be heard?
Then this is your chance!
NKF invites you to attend the next KPA Day,
which will be held at the Radisson Blu Hotel.
East Midlands Airport, on 4th April 2020.
During the day the Annual General Meeting
(AGM) and Council meetings will take place.
The day will commence at 10.15am and
finish at 4pm.
The Radisson Blu proved to be popular following last
year’s NKF annual patients’ event. It is easily accessible
and conveniently located close to various transport links
regardless of where you are travelling from.
As always, the KPA day is extremely rewarding and
productive. This is your chance to get to know KPAs
throughout the UK and network with delegates. It will
increase your understanding of the renal world and
provide an opportunity for you to influence therapies,
renal services and treatments provided to kidney patients
across the UK. You will have the opportunity to explore
current issues and have your say. The event is free
to attend which will include lunch and refreshments,
provided that you register in advance.
An exciting line up has been planned with the day kicking
off with a warm welcome from the NKF Chairman, David
Marshall. You will then have the opportunity to meet
NKF’s newly appointed Liaison Officer, Mark Davis. Mark
will share his experiences and describe what he will bring
to his new role. This will be followed by the AGM where
the next NKF Executive Committee members will be
elected. Complimentary light lunch will then be served.
After Lunch there will be the Council meeting followed by
Lisa Burnapp, the Clinical Lead for Living Donation at NHS
Blood and Transplant, will talk about the Kidney Sharing
Scheme. This scheme has proved to be successful and
has enabled many people to receive a transplant who
previously were unable to do so. The NKF is giving you
the opportunity to meet professionals and ask questions,
so don’t miss out.
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This will be followed by a presentation from a local KPA
who will share what their KPA does, an opportunity for
you to learn from different KPA’s and share best practice.
Following a series of short presentations, the day will end
with an open discussion.
If you are a patient, carer or a family member of someone
who has kidney disease, this is your chance to make a
difference.
The NKF needs you, so come and join us at the next KPA
day and AGM. Nomination forms were sent to all KPA
Officers in January 2020. If you need more information
regarding these then please contact the NKF head office.
The NKF is the voice for kidney patients and would like
as many KPAs as possible to nominate someone to sit
on the NKF Executive Committee for the following year.
Take this opportunity to get your voice heard and make
a difference!

If you require more information then please contact
the NKF head office (details on page 2), or email:
nkf@kidney.org.uk

We hope to see you there.

WEST LONDON HOSPITALS
HOLIDAY DIALYSIS TRUST
Charity Registration No: 265378

ST
ANNE’S
HOLIDAY DIALYSIS CENTRE
ST ANNE’S EMSWORTH, HAMPSHIRE
St Anne’s offers quality self-catering holiday accommodation for dialysis and transplant patients with dialysis at the
Renal Services Unit in Havant only 5 minutes away. Taxis are provided. Emsworth is located east of Hampshire and
equidistant between Chichester and Portsmouth.
The accommodation at St Anne’s overlooks a large south facing garden which has an outdoor swimming pool.
ACCOMMODATION CHARGES
West London Hospital Dialysis Centres: free of charge.
For dialysis patient and one carer
Adult
Children 5-12 years
Booking fee

Price per week
£150.00
£60.00
£25.00

Extra night
£25.00
£10.00

Prices are subject to change and will be confirmed at time of reservation.
St ANNE’S, 34 HAVANT ROAD, EMSWORTH, HAMPSHIRE PO10 7JG
Telephone: Monday - Friday from 10am to 3pm 01243 376514
www.stannesdialysis.co.uk

Calming
Environment
Stress-free

Personal Service

We are a private nurse-run
haemodialysis clinic located
in the beautiful countryside of
North County Cork, Ireland.
Advanced Up-to-Date Equipment

Making Memories Possible

t

+353 (0)87 3569 061

e

info@irishholidaydialysis.ie

w www.irishholidaydialysis.ie
@irishholidaydialysis
@DialysisIrish

Rowan Cottage, Shronebeha, Banteer, Co. Cork, P51 N2R0, Ireland
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World
Kidney Day
2020
World Kidney Day is back!
Taking place on 12th March the main focus this year in the UK is
#KidneysMatter ‘The BIG topic everyone is ignoring.’
The UK initiative is led by Kidney Charities
Together Group, comprising of the four main
UK kidney charities which are:
National Kidney Federation
Kidney Care UK
Kidney Research UK
Polycystic Kidney Disease
As well as the UK Renal Association
and the British Renal Society.
The hope this year is to focus on the how important
kidneys are by drawing attention to the importance of
protecting kidneys through a healthy lifestyle, the risks
for developing kidney disease and the impact this has
on patients. By raising awareness of kidney disease and
educating people on what can happen when something
goes wrong, the aim is to reduce the risk of kidney disease.

Calling all KPAs
If you would like to get involved or are planning on to do
something in your local hospitals, then please visit the
World Kidney Day for campaign materials on the their
website www.worldkidneyday.co.uk

World Kidney Day is one of the biggest
events in the renal world, so if you are getting
involved then the NKF would like to hear from
you. If you’d like to share your stories and
pictures of this day with Kidney Life readers
then please contact the Editor or the NKF
head office (details on page 2).
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The
SONAR
Study
Many kidney patients will at some point have
a discussion with their doctors and nurses
about having an arteriovenous fistula created
in their arm. A fistula joins an artery to a vein,
to increase the blood flow through the vein.
A good fistula results in a large vein close to
the surface of the arm, which can then be
used for dialysis. Using a fistula for dialysis
reduces the likelihood of infection of venous
access, compared to using a central venous
line in the neck or an arteriovenous graft.
For this reason, they are considered the safest
choice for dialysis.
But many kidney patients also experience early difficulties
with their fistula. It perhaps never ‘matured’ enough to
be used for dialysis, because of a narrowing developed
within the vein. Or perhaps a blood clot formed in the
fistula, which then stopped the blood from flowing
properly. These complications can lead to further
operations to create new fistulas and/or delays in having
a fistula that can be used for dialysis.
If doctors and nurses could predict when a fistula was
more likely to have problems, could they do something
about those problems, and ‘save’ the fistula?
A team of kidney doctors, nurses and vascular scientists
from across the UK are working with kidney patients on
a research study to try to answer this question.
The project is called the Surveillance of Arteriovenous
Fistula using ultrasound study, or SONAR for short, led
by a transplant and vascular surgeon at Addenbrooke’s
Hospital in Cambridge, Mr Gavin Pettigrew.
“Although arteriovenous fistulas are the best approach to
providing haemodialysis, almost half of those created fail
to mature. The additional investigations and operations
that result from these early failures represent a substantial
additional treatment burden. If we had some way of
identifying, at an early stage after creation, which fistulas
were unlikely to mature, then this may provide an
opportunity for early intervention to salvage the fistula and
allow it to develop successfully and be used for dialysis.”
10 | Spring 2020 | www.kidney.org.uk | HELPLINE 0800 169 0936
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My fistula has literally been my lifeline
and any research that can make its
benefits even better for more patients
has to be worthwhile.

“Our study has so far involved 348 patients, and I’d like to
personally thank all the patients who have agreed to take
part. End-stage kidney failure is common, with around
8000 patients starting dialysis each year in the UK. Studies
like SONAR, therefore, have the potential to improve
patient care for large numbers of patients,” says Gavin.
The first part of the SONAR project is looking at whether
potential problems can be identified in the first 10 weeks
after fistula surgery, using ultrasound scans. Patients at
17 hospitals have been offered the opportunity to take
part in the SONAR study since it started in September
2018. Patients were invited to attend ultrasound scan
appointments at weeks 2, 4, 6 and 10 after their surgery.
Data from the scans, other clinical assessments of the
fistula, and information on any use of the fistula for
dialysis were collected.
Kalpita from Cambridge had heard about the study and
was keen to be involved when her surgeon asked if she
would like to take part.
‘‘The information sheet was easy to read and the team at
Addenbrooke’s were very flexible with appointments for
the study ultrasound scans,” said Kalpita.
Three months after her fistula was created, Kalpita was
using it for dialysis. Soon after, she received a kidney
transplant and is no longer dialysing.
‘’Kidney patients have a lot of appointments, and it can
be stressful. But being involved in a research study was
a really positive way to try and make a difference. I would
take part in future studies and look forward to hearing the
results of SONAR,’’ said Kalpita.
By November 2019, 348 patients had agreed to take
part in SONAR, meeting the study recruitment target.
Now the study teams are busy making sure that all
the right information is collected so that the results are
available in spring 2020.
The study is being managed by the NHS Blood and
Transplant Clinical Trials Unit, and the data will be
analysed by their statisticians. They will be looking at
whether the ultrasound scans could predict if a fistula was
likely to fail. If SONAR shows that ultrasound scans can
identify early fistula problems, the team will then run a
much larger study, to see whether a combination of early

ultrasound scans and interventions (such as ballooning
the vein to widen narrowed areas) can improve the
number of fistulae which develop properly and can be
used for dialysis.
The aim of the research is to ultimately improve the lives
of kidney patients requiring dialysis.
Andrew Norton, another kidney patient in Cambridge, had
his fistula created before SONAR began. However, he has
worked with the SONAR team since the idea for the study
was first developed; sharing his experiences as a patient
to shape the way the study was run, Andrew said, “My
fistula has literally been my lifeline and any research that
can make its benefits even better for more patients has to
be worthwhile.”
For more information on SONAR, please visit the
website www.sonartrial.org.uk
The study results will be published on the website
in 2020.
SONAR is sponsored by Cambridge University
Hospitals NHS Trust and the University of Cambridge.
This study is funded by the National Institute for Health
Research (NIHR) Health Technology Assessment
Programme (project reference 17/27/11). The views
expressed are those of the author(s) and not necessarily
those of the NIHR or the Department of Health and
Social Care.
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Fundraising

Spring Draw

This spring you can win cash,
by taking part in the NKF draw,
with the 1st prize of £1,000,
that could help plan a summer
holiday or even give the garden
a makeover, ready for the
summer!
Don’t forget that by taking part,
you are supporting the NKF
with their vital work.

Plans for
this year

What are your plans
for the new year?
Here at the NKF we offer exciting events for everyone, these include:
• Cycling events, including the very popular Prudential Ride London-Surrey 100
• If walking is your thing, how about Ben Nevis?
• If you fancy running, the NKF can secure places for 90% of all marathons and
half marathons in the UK.
For further information please visit our website at https://www.kidney.org.uk
or email pete@kidney.org.uk or why not call the fundraising office on 01263
722287 and discuss your ideas.

Your Kidney Anniversary
You have been given the gift of life, why
not celebrate another milestone year and
mark this occasion?
This can be anything from a meal with the family,
a party with friends, family and work colleagues or
take part in an event. If you do decide to celebrate
please set up a fundraising page by visiting www.
kidney.org.uk/your-kidney-anniversary
Please let us know what your plans are, and
tell us how many years you have had your
transplant, does your kidney have a quirky
name? We will add your details to our website
https://www.kidney.org.uk/your-kidneyanniversary, just email pete@kidney.org.uk
12 | Spring 2020 | www.kidney.org.uk | HELPLINE 0800 169 0936

Wing Walk
for the NKF

On November 8th 1918, Omar
Locklear was seen for the first time
when he wowed the crowd at Barron
Field, Texas, with his daredevil wingwalking stunts.
Wing walking was seen as an extreme form
of barnstorming, and wing walkers would
constantly take up the challenge of outdoing
one another. Now you have the opportunity
to be part of that history, to give your own
wing walking display in front of your invited
guests, and create a memorable occasion
you will remember forever whilst you raise
money to support kidney patients, please
visit https://www.kidney.org.uk/Event/
wingwalking for more details and a video.

This April we want you
to take part in the

30 day water

challenge
Raising money to support kidney patients

All you have to do is

DRINK WATER FOR A MONTH

but... No TEA ! No COFFEE ! No FIZZ ! No ALCOHOL !
(Normal intake of food is required)

If you do take up the challenge you will...

Keep your Kidneys Healthy
Keep Hydrated
Boost your Metabolism
Save Money
See Weight Loss
Could Slow Down Ageing
To register please email: nkf@kidney.org.uk
with your name and address and we will send
you a fundraising pack.
Charity Nos. 1106735 SC049431
Co. No. 5272349 reg. in England & Wales
Give as You Earn contribution No. CAF.GY511

The first
50 PEOPLE
that register to
take part will receive a
FREE NKF SPORTS
WATER BOTTLE

National Kidney Federation
The Point, Coach Road, Shireoaks, Worksop, Notts, S81 8BW
www.kidney.org.uk | 01909 544999

News
& Events
Your Stories

World Agility
Championship:
Transplant winners’
lottery to a medal
By Hayley Tindall

By Hayley Tindall

Hayley Tindall, a mum of two who received a lifesaving kidney transplant
won a bronze medal at an international dog agility contest. Hayley says
her donor has now made her ‘wish come true’. Here’s her story…
The Transplant
It all started in 2001, at the age of 19 I ended up having
a very bad reaction to a typhoid injection that resulted in
requiring a kidney transplant. Gradually over the following
years, my kidneys were deteriorating. Finally, in 2005 I
went into the hospital with really bad headaches. I was
feeling sick and was told that I had very low kidney
function. I was 23 at this time and it was just before
getting married. I was told to change my lifestyle, my
diet and to look after myself. Following the advice from
my doctors, I was lucky to have lasted another eight years
on my own kidneys.
In 2013, I was lucky to have got the call. I had just got
back from an agility show when I found out that there
was a suitable donor. I never dreamed I’d get a kidney.
The consultant said he was from Leicester but it didn’t
sink in, I was in shock. I got to the hospital at 9.30 pm
and had the transplant at 8.30 am the next morning. The
moment
I woke up I immediately looked better and felt amazing.
Agility contests
I first got into agility after a woman in my village
suggested it, and another lady in my village who trained
for agility asked if I was going to do it with her. I knew
that I could train Fifi, my toy poodle. At first, I turned it
down as I didn’t think I could do it because of the training
while waiting for a transplant. It was only after I went to
an agility show when I realised that I loved it and soon
became addicted. Straight after, I decided to go ahead
regardless of my energy levels so I started my training
with Fifi and realised that I was actually quite good at it.
It was fun and it kept me fit. The social aspect was very
enjoyable too. I met new people and made many friends.
It has also improved our relationship as a pet and owner.
Fifi and I now have a close bond.
Agility became a hobby while I waited for a transplant.
However, this was difficult because I found it hard to run
fast and would get out of breath easily. Following my
transplant, I had more energy, I was able to run quicker
and train better. I know this wouldn’t have been possible
had I not received a transplant. It was life-changing for
me. I continue to train and take part in these contests,
I wouldn’t have come this far without this gift of life.
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Hayley with
her poodle Fifi
proudly showing
off their rosettes

The medal
Following my transplant, I set myself the goal to win a
medal. My toy poodle, Fifi, is nine and I don’t know how
many more years I’ll get with her. So, I trained hard and
committed myself to achieve my dream.
I recently returned from the Netherlands where I
competed in the World Agility Open Championship.
We were competing against some of the best dogs in the
world, from 38 countries and achieved a Bronze medal in
the games competition for the 300 height (small) dogs.
We have been competing in agility for just under seven
years and I have represented both England and Great
Britain in the Netherlands (twice), as well as Austria and
Sweden. We have also competed at Crufts three times,
and we also came second in the Small Agility Team event.
I trained hard and I went out there to win the medal,
I did it.
The future
I am now part of team England, and my next aim will be
to do better than a bronze.

You’ve got to strive for better, to get
silver or gold, so I have to discipline
myself and train harder.
My husband is really proud and supportive of me.
The importance this transplant has had in winning this
medal is immense. Without getting the transplant there
is no way I would have been able to achieve this. The kind
gentleman who gifted his organ to me has been lifechanging and I’m quite thankful to him and his family.
He’s made my wish come true. This was my ultimate goal.
This is my lottery win. If you set a goal, work hard and
believe in yourself, then anything is possible.
The mum-of-two said that following her experience the
majority of her friends are now on the donor register and
she would encourage others to do the same. If you have
any queries about organ donation please call our free
helpline for information.

Spring 2020

Fabulous Food
Raises Money
for Local Kidney Patients
By Addenbrooke’s Kidney Patients Association

The proprietors of Lally’s News on Mill Road in Cambridge used their shop front to host a
fundraising effort for the Addenbrooke’s Kidney Patients Association, (or AKPA for short).
The Gharu family, Raj, Amrik, William and Saira, owners of a
local shop, all pull together at the Mill Road Winter Fair which
is held on the first Saturday of every December.
Amrik and Saira do the cooking, whilst William runs the shop
and Raj is outside selling the food. The delicious food was
all homemade and consisted of bread pakora, samosas,
chicken curry, paneer curry and chickpea curry (which
has become a favourite of locals that come back for it
specifically every year).
They also hold a Raffle and winners get the chance to win
fabulous prizes such as 3rd prize a box of celebrations, 2nd
prize a parker pen and 1st was a mini cricket bat signed by
the Essex County Cricket Club. The box of celebrations was
won by a lady that couldn’t come to collect them as she

lived far away, so they were donated to the dialysis nurses
at the Cambridge Dialysis Centre, which the family gave to
them just before Christmas. This effort has been a regular
thing for the family to support the AKPA. William was on
dialysis but now has received a transplant so the AKPA has
close connections to the family.
However, 2019 may have been the last year for the Gahru
family running this event as they are selling the shop, but
they were able to raise the highest amount than previous
years, a whopping £1,425.
If you have been raising money for your local KPA, or just
raising awareness of renal disease then the NKF would
like to hear from you, please contact the NKF head office,
details on page 2. Share your story and inspire others.

William and his family presenting the cheque to
the AKPA Chair, Ralph Slattery.
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HOLIDAY DIALYSIS IN NORFOLK
Quiet, friendly, 2 bedded unit established 2011
Very experienced staff
Early booking recommended
Dialysis available 6 days a week
NHS funded

TEL: 01485 545719
info@norfolkdialysis.co.uk
www.norfolkholidaydialysis.co.uk
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Your Stories

Coping Effectively:
A young adult’s
perspective on fighting
kidney disease
By Fez Awan

I have been a renal patient my entire life and I am currently waiting for my third transplant.
My first was from a cadaver donor, and the second was from my own family via a live donor.
Before my second transplant completely failed, the decline
was slow. During this time, I had to prepare myself for
a significant time on dialysis. I also knew that as I was
getting older, I needed a career. That’s when I decided to
start volunteering at a local youth centre called Blackburn
Youth Zone. From a young age, I have been involved
in youth organisations and this opportunity was very
beneficial.
Blackburn Youth Zone was always very supportive and
encouraging about my condition. From the offset, I was
open and honest about my condition. They gave me
opportunities to evolve, learn and better myself.
I really enjoy my volunteering role and in the past six
years, I have learnt so many skills and ways to help,
support and encourage young people to overcome any
obstacles they may have. I have also completed many
educational courses, which have led me to be a qualified
youth worker. I work with young people between 8 to 25
and those with additional needs.
However, in the past 18 months, my kidney has failed,
and I am now back on dialysis. Currently, I am on
haemodialysis (HD), in the past, I have been on Peritoneal
Dialysis (PD), but that was not the best option for me.
After some self-reflection and speaking to my renal
consultant, I am now dialysing at home. For me to get to
this stage, it took six weeks of training. In the following
months, I grew in confidence, not only with dialysis at
home but with the processes involved.
Though, subsequently, I started to realise that although
I was dialysing three times a week and up to four hours,
the total time taken from beginning to end of my session,
was far longer. I was not just occupied for four hours;
it was taking a huge chunk of my day. That is when I
enquired about nocturnal dialysis. This has given me
greater flexibility to have a social life, work and decide
when I can volunteer.
After nocturnal dialysis, I have found that will as close to
‘normal’ I may get, until hopefully, I get my third transplant.
I think nocturnal dialysis has given me better results and
a different view on life; most importantly it has given me
options. It has allowed me to have a less restrictive life,
especially with my diet. I am still passing urine and I am

not on currently a fluid restriction. I am also motivated to
undertake activities which I may have not approached
in the past. For example, learning to drive, taking extra
steps into the world of volunteering, joining my local KPAs
committee.
I must admit the journey has not been easy, it almost
never is. I have had issues with my fistula and currently,
I have a neckline. At times, my machine would randomly
bleep, the restless legs, the constant mood swings (which
I am sure my family adores). But I would not be where I
am without the help, support and guidance of so many
people. It is very difficult for my family and I thank them
for their support and patience.
My renal family have helped me so much, even when I
am at my lowest. I believe the renal team and I work well
together. They understand the need for me to be as active
and motivated about life as possible. I am a younger
patient who has a good understanding of their illness.
So, looking into the future, I want to become a young renal
worker. Using all my patient experience, volunteering and
youth work skills, it seems like a sensible
progression. I could combine my
love for helping young people and
putting my understanding and
knowledge of the renal world, to
help and better young sufferers
lives in a positive way.

My renal family have helped me so
much, even when I am at my lowest.
I believe the renal team and I work
well together. They understand the
need for me to be as active and
motivated about life as possible.
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News

The rise in
Altruistic Donors
People donating their kidney altruistically peaks at five year high. Live kidney donations
increase the chance of transplant survival, and many people are coming forward to donate
their kidneys to strangers. This surge has saved and transformed many lives so education
and awareness of this scheme are vital.
According to the latest statistics from NHS Blood and Transplant (NHSBT), there was a 60% rise in people getting a
kidney from an altruistic donor in 2019 compared to 2018. This was possible after it became routine to add people into
a scheme that helps people swap kidneys to find a match for their loved ones.
According to the latest statistics from NHSBT:

100+

+71

124

183

The number of altruistic
living kidney donors in 2019
surpassed 100 for the first
time in five years

Last year an additional 71
people received a lifesaving
transplant through the scheme

From 2012, altruistic donors
could opt into the scheme, this
resulted in an average of 124
people a year benefitting from
their donation

In 2019, this figure jumped
to 183

NHSBT believes this increase was generated by a change
in January 2018 to routinely add altruistic donors to the
UK Living Kidney Sharing Scheme (UKLKSS).
NHSBT states: “The scheme consists of spouses, relatives
or friends who wish to donate their kidney to help a
loved one but may not be a match. By swapping kidneys
with other pairs in the same situation, a match is made
possible. It relies on everyone in a group (or chain) being
a match but won’t go ahead if one person can’t find a
match. Their donation triggers a chain of kidney swaps
between pairs, completed with a patient on the UK
transplant waiting list.”
Historically, altruistic donors may have selected to donate
their organs directly to a patient on the transplant waiting
list, but there is an increase in altruistic donors deciding to
join the scheme.
According to NHSBT, living donations make up a third of
all kidney transplants in the UK and offers the best chance

at a healthy transplant and the UKLKSS is the most
popular way to find a kidney from a stranger.
Lisa Burnapp, Lead Nurse in Living Donation at NHS
Blood and Transplant said, “More people than ever before
are successfully getting a transplant and a life free from
dialysis, thanks to the generosity of those who donate
selflessly through the UK Living Kidney Sharing Scheme
each year.
This latest rise in non-directed altruistic donations meant
that 71 more people had a lifesaving kidney transplant last
year and is a welcomed change in our efforts to find people
suffering with kidney failure a match before it’s too late.”
This is a great scheme that facilitates the increase in
living kidney transplants and has with immense success,
transformed the lives of many patients and families. But
there are many people still waiting for a kidney and many
more are being diagnosed with kidney failure, so the
waiting list is also increasing.

More people than ever before are successfully getting a transplant and a life
free from dialysis, thanks to the generosity of those who donate selflessly
through the UK Living Kidney Sharing Scheme each year.
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Radiographer transforms
the life of former teacher

Ali and Sonia

Ali Dawson, a radiographer who donated a kidney to one of his student placement trainers
whom he hadn’t seen for more than five years, is campaigning for more living donors to
come forward.
Superintendent radiographer at St. Bartholomew’s
Hospital, Ali, wants to raise awareness about organ
donation and particularly kidney donation.
“I want to dispel misconceptions about donation and for
more people to see donors as living examples, just like me.
I can do everything I did before the transplant and live my
life to the full,” says Ali.
While studying at London South Bank University, Ali
went on placement to King’s College Hospital, where he
met Sonia Leonardo. Sonia was just another one of Ali’s
radiology teachers and although he had been connected
with her on social media for some time since then, they
had not been in regular contact.
Ali found out that his former teacher had fallen sick and
reached out to her through Facebook, where she told
him that she had been diagnosed with kidney failure and
needed dialysis on a daily basis while she was waiting for
a donor. Ali instantly offered to give her one of his own
and offered to be tested. In 2017, Ali became a donor
match to Sonia’s kidney and donated his kidney to Sonia
in a life-saving operation.
Sonia was born with polycystic kidney disease, a genetic
disorder in which abnormal cysts develop and grow in
the kidneys. The condition, which is also suffered by her
twin sister Susana, gradually got worse until her function
reduced to just six per cent.

According to the organ donation and transplant activity
report (2018-2019), around 4900 people were waiting
for a kidney last year, but for some, this gift of life never
came and 260 people died while waiting.
“I wanted to raise awareness and disprove the misbelief
about leading a normal life if you donate.
I love campaigning for organ donation, and at King’s, I am
involved with events designed to raise more awareness.
I am also part of the peer group, which means that I can
be contacted by any potential donors who have questions
and I offer them my support.
Sonia is now dialysis free and it’s such a huge change in
her lifestyle from having dialysis five times a day. We’re in
touch every day now and it feels like I’ve gained the sister
I always wanted,” Ali says.

While living donors have huge
benefits, there remains a strong need
for deceased donors. Donation from
both living and deceased donors
help to ensure that people get the
best chance of finding a kidney as
quickly as possible,
says NHS BT.
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Opt-out Myths
– Get to know the facts
There has been tremendous progress in organ donation but there is still a
shortage of donors. According to NHSBT, every year around 1,400 people
generously donate their organs across the UK when they die. Yet still, on
average three people die every day in need of an organ transplant because
there are not enough organ donors.
Currently, around 6,000 people in the UK are on the
transplant waiting list. While living donors have huge
benefits, there remains a strong need for deceased
donors. Organ donation helps to ensure that people get
the best chance of finding a kidney as quickly as possible.
With the new opt-out system coming into force in April
this year, there has been much speculation and a lot of
misinformation circulating on social media. NHSBT has
provided some answers to key misconceptions about
the opt-out system. We hope this clarifies the facts and
encourages people to make an informative decision.
What is the Opt-out system?
From spring 2020, in England and autumn 2020, in
Scotland, all adults will be considered as an organ donor
when they die unless they have recorded a decision not to
donate or are in one of the excluded groups.

Will doctors try their best to save my life?
Healthcare professionals have a duty of care to save
your life first. If despite their best efforts, death is
inevitable, organ and tissue donation will be considered
as end of life care discussions start with your family,
friends and next of kin.
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Will you make sure my death is confirmed before
removing organs?
There are strict criteria in place in the UK to help those
caring for the dying. Organs are never removed until
a patient’s death has been confirmed in line with this
criteria. Death is confirmed by doctors who are entirely
independent of the transplant team and this is done in
the same way for people who donate organs as for those
who do not. Most people do not die in circumstances
that make it possible for them to donate their organs.
According to NHSBT, around one in 100 people who
die are usually able to be donors. Donors are typically
those who have died in a hospital intensive care unit or
emergency department.
Will you automatically take my organs if I don’t
opt out?
We will not remove your organs without your family’s
consent. Your family would always be involved before the
donation takes place. Therefore, it is really important that
you discuss your decision with your family if you wish to
be a donor. Many people don’t realise that their family’s
support is needed. So fewer than half of families agree to
donation going ahead if they are unaware of your decision
to be a donor.
As a donor, will I be treated with dignity and respect?
A specialist team will ensure that donors are treated
with the greatest care and respect during the removal of
organs and tissue for donation.
The retrieval of organs takes place in a normal operating
theatre under sterile conditions and is carried out by
specialist surgeons. The surgical incision is carefully
closed and covered by a dressing in the normal way. Only
the organs and tissues specified by the donor and agreed
with the family will be removed.
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Can organs be bought or sold?
Organ donation is a precious gift that saves lives.
Transplant laws in the UK expressly prohibit the sale
of human organs or tissue.
There is no deadline for recording your decision
There has been misleading information on social media,
claiming that the deadline for recording your organ
donation decision is coming soon. In fact, there is
no deadline.
Am I losing control of what happens to my body?
No. It will still be for you to choose if you want to be an
organ donor. And if you don’t want to donate, it’s really
quick and simple to record your decision on the NHS
Organ Donor Register.
Do these changes affect my children?
The opt-out system does not apply to children under the
age of 18 years old. In circumstances where a donation
decision is required for someone under 18, the family will
be asked to make that decision and provide consent.
Will my funeral plans be affected by organ donation?
Our specialist nurses always speak to your family to
see if there are considerations around your faith, beliefs
or culture with respect to funeral plans. All the major
religions and belief systems in the UK support organ
donation in principle.
The surgery to remove a donor’s organs is carried out by
highly skilled professionals who take the same care and
attention and offer the same respect as they would in any
operation to save a patient’s life. The surgical incisions
are carefully dressed after the surgery and any end of life
care wishes in relation to the washing and dressing of the
body are respected.

Is an open-casket funeral still possible?
Organ and tissue donation does not prevent you from
having an open-casket funeral. The body is clothed
for burial, so there are no visible signs of organ or tissue
donation. The operation site is covered with a white
surgical dressing like any other abdominal surgery
dressing.
What if my family are against my wish to donate?
In England, Wales or Northern Ireland you can appoint
up to two people to make the final decision about organ
donation for you. If you die in circumstances where
donation is possible, your appointed representatives
will be asked if your organs should be donated.
Am I too old for my organs to be donated?
There is no maximum age for joining the register.
The decision about whether some or all organs or tissue
are suitable for transplant is always made by a medical
specialist at the time of donation, taking into account your
medical and social history.
For more information on the opt-out system visit
the NHSBT website (www.nhsbt.nhs.uk) or call our
helpline for information. All calls are confidential.

Your body will always be returned to your family
after donation
The donation operation is performed as soon as possible
after death. After donation, the body is always returned to
the family of the deceased in the same way as any death
in a hospital where donation has not taken place. Families
are given the opportunity to spend time with their loved
one after the operation if they wish.
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KC Holiday Dialysis Centre
(Bournemouth)

Established
1995

This friendly, family run
unit is situated about
100 yards from the
beautiful sandy beaches
of Bournemouth with the
town centre approximately
2 miles away

For further
information
telephone

01202 422311
www.kcdialysis.com
admin@kcdialysis.com

The unit’s facilities offer the following:
•
•
•
•
•
•
•
•

Open all year round.
Free treatment to NHS patients.
Direct online booking so patients can check availability and
book at a pace that suits them.
Choose between morning and afternoon sessions.
Help provided with your booking every step of the way.
Can recommend accommodation depending on your needs.
Providing a caring, professional and friendly service for over
25 years. Making your stay with us as comfortable as possible.
Refreshments while on treatment.

35 Southwood Avenue, Southbourne, Bournemouth, Dorset BH6 3QB

Not sure where to stay?
Let us take the stress out of
searching, please ask us for a
list of local accommodation
suggestions. We can help you
find the right place for you.

Did you know?
Bookings can be placed up
to 12 months in advance to
help secure your preferred
dates and times.

01909 544999

WE NEED YOUR SUPPORT
The NKF relies completely on sponsorship and donations to continue
its vital work supporting kidney patients and carers.
Last year generosity from our supporters has helped us campaign for more living kidney donors,
it helped us put a stop to dialysis patients being charged for travel costs for lifesaving treatment
and we received over 3,000 calls to our Helpline, free of charge to the patient and carers, plus not
forgetting tens of thousands of leaflets were printed and posted out free of charge.

Please help us continue our work and give kidney patients a brighter future.
We have different ways to help our charity...

Support NKF each month
£20 a month

A regular donation from you (if you can afford it) will help NKF to
reach each and every kidney patient in the UK. Below is an indication
of how your monthly contribution can make so much difference.

£10 a month

Will help with the ever increasing
printing costs to enable our Helpline
to continue to produce, and distribute,
patient information leaflets. There are
over 150 titles in the Kidney Matters
series which are printed ‘in-house’
and distributed, free of charge, to
all patients calling our Helpline
telephone 0800 169 0936.

£2 a month

Will help towards the ever increasing
postage costs incurred in sending
out information to patients, and renal
units nationwide.

£5 a month
Will help the NKF to spread the
word about the importance of
Organ Donation.

Leave a Legacy to NKF

One way of helping NKF is to include a legacy to the charity in your will. More
than two thirds of adults die without a valid will, which results in their estates
being allocated according to the law, instead of according to their wishes.

A will is a legal document, so it’s best to
get the advice of a solicitor to make your
instructions legally valid. To find a solicitor
you can look in the Solicitors Regional
Directory which is available in your
local library.

together
we can

Pays for your Kidney Life magazine.

Donate to the NKF - via Payroll Giving
You donate

£5

£7.50

£10

Cost to you as a
20% tax payer

£4.00

£6.00

£8.00

Cost to you as a
40% tax payer

£3.00

£4.50

£6.00

Cost to you as a
50% tax payer

£2.50

£3.75

£5.00

You will find more information to help you
make your will at:
www.solicitors-online.com
www.make-a-will.org.uk
The NKF Helpline on 0800 169 09 36
can give you advice on how to include
NKF in your will.

PAY No Tax – Because the donation is taken from your
gross pay, every pound you give will only cost you 80p,
or only 60p if you are a higher rate tax payer.

To give to us in this way

, your Employer
will need to operate a scheme, if you aren’t sure that they do, fill
in the form anyway and we will let you know if they don’t and
perhaps we can suggest to them that they introduce one.
I would like to start payroll giving. 01271 344 360
https://www.kidney.org.uk/fundraising/donate-to-the-nkf

There are now FOUR ways to pay NKF...
Online at www.kidney.org.uk
Book or pay here using a credit
or debit card

Pay by Credit or
Debit Card by calling
01909 544999

Pay by Direct Debit. Fill in
the direct debit form overleaf
and return to us (details overleaf)

Send a cheque, made
payable to ‘the National
Kidney Federation’ (address overleaf)

KIDNEY PATIENTS UK

Here is my gift to help the work of the
IS MYFederation
GIFT TO HELP THE WORK OF THE
NationalHERE
Kidney
NATIONAL KIDNEY FEDERATION

DirectDEBIT
Debit
instruction
DIRECT
INSTRUCTION
Name: ........................................................................... ............................................................
Address: ....................................................................................................................................
...................................................................................................................................................
.............................................................................Post Code: ...................................................
I would like to donate £ _____ every Month/Year ( Delete as appropriate ).
First donation to start Month: ............... Year: ...............
Your direct debit to be withdrawn on the 20th of the month
Please claim Gift Aid on my donation. I confirm that I am a UK tax
payer and have paid income and/or capital gains tax at least equal to
the tax to be reclaimed in this tax year by the charity. I agree that Gift
Aid can be claimed on all donations that I have made in the last four
tax years, and all donations that I will make from this date until I notify you otherwise. I understand that I must pay an amount of income
tax and/or capital gains tax in each year at least equal to the tax that
the charity will reclaim from the HMRC on my gift aid donations.

Yes Please
Date: ........................

Name of account holder: ..........................................................................................................
Bank sort code:

My account no:

Name and full postal address of your bank: To the Manager: .................................................
............................................................................ ........ ..............................................................
............................................................................ Post Code: ....................................................
Signature: ........................................................... Date: .............................................................

Originators Identification no:
Instruction to your bank
Please pay National Kidney Federation Direct Debits
from the account detailed in this Instruction subject to
the safeguards assured by the Direct Debit Guarantee.
NKF Bank details:
Sort code: 306776 Account Number: 43986268

KIDNEY PATIENTS UK

Please return
return to:
to: National
National Kidney
Kidney Federation,
Federation,The
ThePoint,
Point,Coach
CoachRoad,
Road,Shireoaks,
Shireoaks,
Worksop,
S81
8BW
Please
Worksop,
S81
8BW
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