Kidney
Matters
The magazine for everyone affected by kidney disease

Summer 2018, Issue 2

Chef Paul
Ripley
Cooking for you
in the Kidney
Kitchen

Mind the gap
Making it work for
young adults
transitioning
into adult
care

Also in this edition
1

Issue 2 Summer 2018 www.kidneycareuk.org

No laughing matter

Sexual health, kidney failure
and older men

19

IN THIS ISSUE
JUST FOR YOU

4

Part two of our series on living kidney
donation
Interview with Caroline Basarab-Horwarth,
Living Donor Transplant Coordinator

16

No Laughing Matter
Sexual health, kidney failure and older men
By Sue Lyon

19

Amazing spaces and my transplant
By Rob Demel

20

Mind the gap
Bridging the gap between paediatric and
adult renal care

30

Born to be Wild!
The Bristol Area KPA 2018 Renal Ride.
By William and Angie Beale

30

SUMMER LIVING

12

Bon Voyage. Wonderful care in France
Valérie Nougé talks about her dialysis
experience in France

15

Holiday around the world with Freedom
Find out how Ian Johns-Davidson travels
the world organising his dialysis in advance

REGULARS

FOOD AND DRINK

8

Chef Ripley cooks
Seared salmon and coriander salad

10

Help, I’m thirsty!
Hints and tips on how to manage on a
restricted fluid allowance
By Laura Kyte, Renal Dietitian

IN THE NEWS

11

From the front line
Brexit; what it means to us
By Fiona Loud

24

Meeting Sandy
Del and Lindsay Rudd explain how our
Advocacy Officer, Sandy Lines has helped
change their life

26

YOU are at the heart of everything we do
Catch up on some of the ways you are
helping to support the work we do

20

Kidney Matters is free of
charge and we are happy to
send it to you at home.

Whether you are a kidney patient, living with
a kidney patient or a professional associated
with our care, Kidney Matters is your
magazine. Packed full of useful hints and tips
on how to keep well, enjoy holidays, eat tasty
food and keeping you up-to-date on what is
going on in our world.
We are happy to send you your own free of
charge, quarterly copy to your home address.
There are four simple ways to order your own
copy of Kidney Matters.
1. Detach, complete and send back to us the
tear off strip attached to this page. This slip
folds into a secure postage-paid envelope
and just needs to be posted.
2. Phone us on 01420 541424
3. Email us at info@kidneycareuk.org.uk letting
us have your name, address, post code
4. Go to www.kidneycareuk.org and join our
mailing list.

If you are a UK dialysis, transplant or renal
unit, boxes containing multiples of 25 x
Kidney Matters magazines may be ordered.
We pay the postage. Please phone or email us
with address and contact name details.

If you or someone in your family is a kidney
patient, Kidney Care UK may be able to help you if
you are struggling to make ends meet. There are
many ways we can help:
•

With domestic bills or sometimes even a
domestic appliance

•

By funding all or part of a holiday

•

By helping out with travel costs to and from
hospital

•

By helping to pay further education or training
fees or books, equipment or lodgings whilst
you are studying

The application process is simple and speedy.
For more information go to:
https://www.kidneycareuk.org/patient-

‘Last year, I went on
a clothes-making
course at college. But
I didn’t have a sewing
machine at home. My
clinical psychologist
helped me to think
about applying to
Kidney Care UK for a
grant for a machine
and now I am so
happy to have one. I
have something to do
in my house now and
while I am concentrating on sewing, my anxiety
goes away. It’s like having a person to talk to.’

Kidney Care UK
3 The Windmills, St Mary’s Close, Turk Street, Alton
Hampshire, UK GU34 1EF
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www.kidneycareuk.org
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Welcome to

KidneyMatters
KidneyMatters
Message from the editor
It’s time to get out the sun hat and bathe
in factor 50. Summer is here! So, a very
hot welcome to the Summer issue of
Kidney Matters.
Again, we are bursting at the seams with
articles reporting what is going on in our
world – with updates on the hard work being done behind
the scenes on our behalf to ensure high standards of care are
continued post-Brexit; to interviews exploring what is involved
in living kidney donation; and the importance of supporting
young adult patients as they transition out of paediatric care.
And, of course, a few fun bits too, like the Born to be Wild
bikers roaring through the streets of Bristol to raise funds
for their Kidney Patient Association (KPA) and awareness of
chronic kidney disease (CKD).

PREM 2018
It’s the time of year again when we get the
opportunity to be honest about how we feel about
the care we receive from our local renal team,
by completing the Patient Reported Experience
Measure (or PREM). PREM, supported by the UK
Renal Registry and Kidney Care UK, is a detailed
analysis of our care broken down into 14 specific
areas of treatment. So, we respond to questions
covering things like ‘access to the renal team’ or
‘privacy and dignity’ and get the freedom to say
what we really feel.
Renal units across the country have now received
their PREM questionnaires ready for you to
complete. Over 11,000 of us completed the
PREM 2017 and the responses to this important
questionnaire are now formally recognised as a
quality marker in renal care, and a force for change
where results show units underperforming on any
one of the areas assessed. If improvement in our
care is to happen, we do need you to complete
your PREM when you are next at your renal unit, so
please ask if one is not offered. Kidney Matters will
report results to the PREM 2018 next Spring.

A special thanks to the anonymous gentleman, who wrote
in to Kidney Matters asking us to tackle the issue of male
kidney patients’ sexual health. You are the voice of many
men with kidney failure. We hope you find Sue Lyon’s
Kidney Clinic helpful.
If you would like us to cover a particular aspect of CKD in a
future issue of Kidney Matters, or have an interesting story to
tell or holiday experience to share, we’d love to hear from you
here in the Kidney Matters office (editor@kidneycareuk.org).
The deadline for receipt of contributions to the Autumn issue is
15th August.
Enjoy the read

Deborah Duval
Editor
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Printing, Packing & Posting..................www.pollardsprint.co.uk

Tel: 01420 541424
www.kidneycareuk.org • info@kidneycareuk.org
Kidney Care UK
3 The Windmills, St Mary’s Close, Turk Street, Alton,
Hampshire UK GU34 1EF
www.kidneycareuk.org

Front-page photograph © Beth Druce – www.bethdruce.com

Issue 2 Summer 2018

3

Update. In our last issue of Kidney Matters we interviewed Linda Pickering, (right) one of our hard-working Advocacy
Officers, about her decision to put herself forward as a potential altruistic kidney donor. As Caroline explains here, the
overall health of all living kidney donors is of paramount importance, and that any medical procedure they undertake
must be done at minimum risk to themselves. This is why they are subjected to such a detailed physical and
psychological assessment in the work-up process. During Linda’s physiological (the make-up of her body) assessment,
it was clear to the renal team looking after Linda, that removing one of her kidneys would compromise her otherwise
excellent health. We know Linda was disappointed by this news. But to all of us and her family, we need her to remain
in tip-top condition. The gesture of wanting to donate a kidney is in itself a wonderful thing. You are a star, Linda!

Becoming a living
In May, Kidney Matters visited Sheffield Teaching
Hospitals NHS Foundation trust to talk to Living
Donor Transplant Coordinator (LDTC), Caroline
Basarab-Horwarth about the process of becoming
a living kidney donor, donating either to someone
you know – ‘directed’ donation, and to someone
you do not know – ‘non-directed’ or ‘altruistic’
donation. Caroline was the coordinator who
looked after Linda Pickering on her living kidney
donation assessment earlier this year. Within
a very busy renal department at the Sheffield
Northern General, Caroline job shares with one
other LDTC, Debbie Butlin, and one full time
Clinical Practitioner, Lisa Hamilton.
Caroline Basarab-Horwarth, Living
Donor Transplant Coordinator,
Sheffield Teaching Hospitals NHS
Foundation trust.

When a person has decided that they
would like to become a living kidney
donor and they have made themselves
known to you, what are the first steps in
the process?
Usually the potential donor will contact the Living Donor
Team by telephone. First of all, we thank them for stepping
forward and offering one of their kidneys to someone
with chronic kidney disease. General details such as their
age and address are taken and questions regarding their
medical history are asked. The next step is explained
and a living donor information pack (leaflets about living
kidney donation) is sent out in the post to them. Then,
assuming nothing in their medical history is obviously going
to preclude them from donating a kidney (diabetes for
instance), and they wish to proceed Lisa will contact them
4
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to make an appointment for their initial assessment. This
appointment is with Lisa and Debbie or myself and takes
about two and a half hours. At this visit we test:
•
•
•
•
•
•
•

Kidney function
Cross match (blood and tissue type compatibility test)
Liver function
Carry out virology screening
A chest X-ray
Heart-tracing
Urine and blood pressure and record weight.

Debbie or I will then then go through:
• The living donor pathway
• What tests are involved and why
• The surgery involved
• Recovery time
• The risks
• Life with one kidney
• The regular check-ups they will receive for the rest of their life

kidney donor
•

Details on how to claim travel expenses and any
loss of earnings associated with the donation,
whether they eventually became a donor or not.

What medical and psychological tests are
performed on the potential donor?

The results of these tests take up to three weeks to come through
Then we talk through any questions they may have. At
and are reviewed by a consultant nephrologist. The potential donor
this point it is important for the potential donor and their
is then contacted to discuss their results. If the results indicate that
family to understand that to proceed with living donation
they are potentially fit enough to donate a kidney, a psychological
it must be at minimal risk to the donor. Potential donors
assessment is booked with a renal psychologist.
are often declined and although they are in good health
It is as important to assess the potential impact of living donation
it is in their best interest not to become a donor. This is
on the donor’s mental health as it is their physical health. Also, the
reassuring for all potential donors, their family/friends
psychological assessment will reveal any additional support they may
and most importantly the recipient.
need through or after the donation, and we can put this support in
place in plenty of time.

LIVING KIDNEY DONATION
Directed living donation
compatible couple

Non-directed
kidney
donation

Paired or pooled (3 or more
couples) exchange scheme
non-compatible couple 1
Altruistic Donor

non-compatible couple 1

Living Donor

Recipient
Living Donor

Recipient
Living
Donor

Living Donor

Recipient

Recipient

non-compatible couple 2

Recipient

Living Donor

non-compatible couple 2

When an altruistic kidney donor steps forward to donate a kidney to someone
(‘non-directed kidney donation’), this triggers a chain of transplants (two or more)
that will include someone from the national transplant waiting list. This recipient
is someone who does not know a willing live donor and would normally have to
wait for a deceased-donor kidney.

Recipient
from national
transplant
wating list

www.kidneycareuk.org
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Once this has all been done we invite them back to the hospital for their ‘One Stop Assessment
Day’. During this day the potential donor has lots of investigations. We warn them that this is
a long day and starts very early in the morning. Offering all these tests on one day reduces the
number of visits to the hospital for the potential donor, as we understand it is important to
reduce time required off work, travel to the hospital, etc. During this day the tests involved are:
• Echocardiogram (heart scan) if over 50 years old
• Very accurate measurement of kidney function (a small amount of isotope is injected
through a canula (a semi-permenant access into the vein) and blood tests are done
throughout the day to calculate how quickly and efficiently the kidney is clearing the
isotopes)
• Medical assessment with a Consultant Nephrologist
• Surgical assessment with a Consultant Transplant Surgeon
• CT scan of kidneys (checking that the kidneys have no scarring, cysts or stones), and to
analyse the plumbing of the kidney. The scan is reviewed by a Consultant Radiologist, the
Surgeon removing the kidney and the Surgeon transplanting the kidney into the recipient, to
see if donation can be carried out at minimal risk to the donor, the kidney and the recipient.
All these results are then reviewed by the living donor multi-disciplinary team (MDT). If
everyone is happy that this is a healthy donor who will manage life well with one kidney, and
who is both physically and psychologically well enough to donate at minimal risk, they are
informed they are a suitable donor.
If the donor is an altruistic donor we let them know when the next matching run will take
place. The matching runs happen every three months and we reassure them
that the donation must fit into their timetable and that we will do our best to
accommodate a time-scale that fits best with family or work commitments.
If the donation is a directed donation the timing of the transplant will be
planned around the recipient’s health as well as the donor’s availability.
Watch live interview with Caroline at
www.kidneycareuk.org/livingdonation

If a potential donor steps forward to donate to a relative or friend,
but their kidney is not compatible, does the donation work-up
process stop at this point?
We offer incompatible pairs the option of registering into the National Kidney Sharing Scheme
(NKSS). Potential donor workup is offered in the usual way and if the donor is found to be suitable
they are registered into the Scheme. Once registered in the scheme, the pair wait to be matched.
This can be either in a two way exchange or a three way exchange or part of a non-directed
altruistic chain. National Heath Service Blood and Transplant (NHSBT) facilitate the matching runs
every three months. The outcome can provide recipients with a low risk living donor transplant
that they wouldn’t have been able to receive directly from their donor. The transplants usually
happen on the same day, irrespective of where donors and recipients live in the UK.
The wonderful thing about an altruistic kidney donation (non-directed) is that they help to
trigger a chain of donations and transplants, and someone on the national transplant waiting list
will also benefit from a kidney transplant.

If you would like to find out more about donating a kidney to someone, read accounts from live
donors and general information may be found at: http://www.giveakidney.org
https://bit.ly/2Kc3knw and
https://www.kidneycareuk.org/documents/79/Donating_a_kidney.pdf
Or call your local main hospital. The Living Donor Transplant Coordinator there will be happy to talk to you.
6

Issue 2 Summer 2018 www.kidneycareuk.org

The offer to donate
a kidney is just as
important as the
donation, because
without that offer,
we wouldn’t have
living donors

What support is offered to donors prior to What would you like to say to those
people who put themselves forward to
admittance to the ward?
become a living kidney donor?
Leading up to the day of donation, we invite the donor (and
recipient in the case of directed donation) to come for their
‘Pre-op Day.’ On this day all tests for their upcoming surgery
are done, again reducing their number of visits to the hospital.
During the day they attend ‘Transplant School’ where they
meet and talk to other donors and recipients who have been
through the process. The Transplant Practitioner Charlie
Abbas, will explain what will happen on the day, during their
hospital stay and their recovery, and take them to visit the
ward they will be admitted to. They then meet with their
surgeon and sign a consent form and finally, attend the pre
op assessment department. The living donor team supports
the donor (and recipient) throughout their admission. And on
the day of their donation, Lisa will hold their hand all the way
down to theatre staying with them until they fall asleep, and
we are with them during the operation.

I feel extremely honoured to work alongside all potential
donors, and often humbled by their real desire to give the
gift of life. However, if donation is not possible the offer
to donate a kidney is just as important as the donation,
because without that offer we wouldn’t have living donors.

A living donor can expect to be in hospital for about three to
four days. The recovery period is around six weeks and after
that, they usually go on to live a normal life. They attend
the living donor clinic after one week, six weeks, six months
then annual check-ups thereafter.

• 74 kidney transplants were made possible via the paired
kidney sharing scheme.

The growth of non-directed donation is reliant on public
awareness and we would like to thank Linda for sharing
her story, which will hopefully encourage more people to
consider living kidney donation.
Statistics from NHSBT - 2016/17 Activity report
• Kidney transplants from living donors fell by 3% to 1009,
while transplants from deceased donors increased by
5% to 2338.

• There were 86 non-directed, altruistic living kidney
donors which meant 122 patients benefited from a
living donor.
www.kidneycareuk.org
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K dney

K tchen

Seared Salmon an
Serves four

Check out our brand new online Kidney Kitchen at
www.kidneycareuk.org.uk/kidneykitchen for live demonstrations
of how to cook kidney-friendly recipes with Chef Ripley, help on
how to keep well when you have kidney problems, some great
‘myth busters’, and to download your favourite recipes for the
whole family to enjoy.

Ingredients
• 4 x120-130g salmon fillets

• 2 teaspoons roasted sesame oil

For the salad:

• 6 tablespoons sweet chilli sauce

• 1 tablespoon sesame seeds

• 200g rice noodles

• Small (approx 20g) bunch coriander • 2 tablespoons pickled ginger
• 6 spring onions, trimmed

• ½ cucumber

• Coarsely grated zest of and juice of • 1 bunch watercress
1 lime
• 150g beansprouts

Preparation
Follow packet instructions to cook rice noodles – set aside
For the salad:
1. Pick the watercress and coriander leaves, place in salad bowl with
beansprouts
2. Add finely shredded spring onions and cucumber
3. Add pickled ginger, toasted sesame seeds and grated lime zest
For the dressing;
1. Mix sweet chilli sauce, juice of lime and roasted sesame oil. If this is
too thick, add a little water
To assemble salad:
Add drained, blanched noodles to salad and mix thoroughly with salad
dressing. Decorate with coriander leaves
To cook salmon:
1. Pat dry your salmon fillets using kitchen towel
2. Heat a tablespoon of sunflower oil in frying pan, over medium to
high heat
3. Cook salmon fillets skin side down for approximately 2-3 minutes
4. Turn fillets over and cook on other side for 2-3 minutes. Salmon is
best served slightly pink in the centre to avoid it drying out
Serve with salad and fresh lime wedges.

8
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kidney kitchen with Chef Ripley

Cook salmon fillets skin side down for
approximately 2-3 minutes

Food Facts
•

Protein: This recipe is high in protein so it’s perfect for those people on
dialysis. For people with CKD 4-5 who may benefit from less protein, you
would be advised to reduce the amount of salmon used in this recipe. Ask
your renal dietitian if you’re at this stage of CKD for personalised advice.

•

Salt: This recipe is relatively low in salt but still full of flavour from the
various herbs, ginger and lime zest as well as the fresh salad vegetables.

•

Phosphate and potassium: Rice noodles are naturally low in phosphate
and potassium, minerals some people with kidney problems are advised
to reduce, plus they are a perfect accompaniment to salmon. The sesame
seeds used in this recipe are high in both potassium and phosphate.
However, as it’s only one tablespoon between four portions they can still
be added.

•

Storage: With any leftover salmon, leave to cool, ideally within two
hours of being cooked, then refrigerate or freeze. Eat within two days of
refrigerating. If freezing defrost the leftovers in the fridge before reheating
(we do not recommend you freeze rice noodles).

•

Vegetarian option: Replace the salmon with tofu chopped into chunks
and marinated for 15-30 minutes in 3 tablespoons honey, 1 tablespoon
white wine vinegar, 1 teaspoon dried chilli powder and cook in a frying pan
for approximately 2 minutes each side until browned. Then serve with the
rice noodles and salad.

•

Cheaper option: You could try the vegetarian option of tofu to reduce
the cost or perhaps replace the salmon with a white fish, chicken breast or
even tinned fish.
www.kidneycareuk.org
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Help - I’m thirsty!

Quenching thirst on a
restricted fluid allowance
By Laura Kyte, Renal Dietitian, Royal Devon and Exeter Hospital
If you have reduced kidney function the removal of excess fluid can
become problematic. Your doctor or nurse may prescribe medication to try
and increase the amount of urine you pass and they may also ask you to
restrict your fluid intake.
It is much easier to cope with a fluid restriction if you are also aware of the
amount of salt in your diet. Salt can make you thirsty, raise your blood pressure
and can lead to fluid retention. A daily intake of 6 grams or 1 teaspoon of salt (or
less), as recommended by the UK Food Standards Agency, should help to control thirst.

Where possible we try to encourage people to cook from fresh rather than using
processed foods or ‘ready meals’ in order to reduce their salt intake. For example, a
jar of shop-bought tomato pasta sauce contains 0.7g salt per 100g compared to just 0.02g per 100g
of homemade sauce using tinned tomatoes, onion, garlic and herbs. A slice of ham can contain 0.5g salt compared to
0.05g in the same portion of roasted chicken. A range of herbs and spices can be used to give flavour to food, but salt
substitutes such as Losalt are not recommended as they are high in potassium, which is not suitable for many kidney
patients. Salt substitutes also do not address the dependence on salty-tasting food which, can be better achieved by
gradually cutting back on the amount of added salt.
If you are using processed foods, reading the label can help to identify foods that are high in salt, and allow you to
compare products in order to choose the lower-salt option. In general, a product with more than 1.5g of salt per
100g is HIGH in salt and one with 0.3g of salt or less per 100g is LOW in salt. The British Heart Foundation have a
useful leaflet, which includes a food labelling card that can be kept in a wallet and taken shopping for reference.
People tend to drink both from thirst but also out of habit. Some practical suggestions for controlling your fluid
intake include: using a tea cup rather than a mug (can save 100ml per drink!), measuring your cup volume to work
out how many you can have in a day, and also try swallowing your tablets with food if you possibly can.
If you have a dry mouth, try sucking an ice cube, chewing gum or a sugar free sweet, as all these can stimulate saliva
production. Even swilling your mouth with some mouthwash can help ease a thirst. And another useful tip - plastic ice
cubes can cool your drink without contributing extra fluid in the hot weather.
We know it’s not easy to monitor every last drop of liquid you take in but if you try to make small adjustments
to your intake you WILL start to feel better, quicker. Remember, though, it is not just drinks which need to be
considered when you are trying to restrict the amount of liquid you take in. Milk on cereal, jelly, yogurts, gravy,
soup and ice cream all have a high water content and really do need to be included.
Your personal fluid restriction can vary depending on the amount of exercise you take, the temperature and the
amount of urine you pass. If you are concerned about your fluid intake just ask your kidney doctor, nurse or dietitian.

Plastic ice
cubes can
cool your
drink without
contributing extra
fluid in the hot
weather
10
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From the Front Line
Because, together
we most certainly CAN

Brexit’s impact on the
treatment of kidney patients
visiting the EU

Fiona Loud (Kidney Care
UK Policy Director) and
Maddie Warren (Company
Director, Kidney Patient
Advocate and Home
Dialysis Patient) taking
part in a Podcast on the
implications of Brexit on
kidney patients in the UK

By Fiona Loud
Brexit news is everywhere. But it is still not clear yet how it

will affect citizens, especially kidney patients.
As you may know, we currently have an EHIC card (European
Health Insurance Card) which enables dialysis treatment to
be given free of charge in state-run units across the EU. This
has been achieved by a reciprocal healthcare arrangement
which, while not always perfect, is key to the ability to travel
on dialysis.

Desired future reciprocal healthcare
arrangements

• In the future we would like to see the retention of
Presently there are 29,000 people in the UK receiving
the right of UK citizens to hold an EHIC (or equivalent
dialysis treatment for kidney failure, and they have the right
reciprocal healthcare agreement), which would mean
to travel freely. It is incredibly important that this continues,
dialysis patients would be able to continue to receive free
and so we are working to make policymakers, on behlf of
sessions whilst travelling.
kidney patients, and the media aware of the issue. Kidney
Care UK has given evidence about EHIC in two Parliamentary • We would want to see the same rights retained in a
sessions, one of which was to the powerful Health Select
transitional agreement.
Committee. Its report asked for clarity on ‘preventing
patients and innovators from being disadvantaged by Brexit’ • If free movement were to be restricted in some way, and
if the right to hold an EHIC were lost, we would want to
We are disappointed that the government’s recent response
see the immediate replacement of EHIC with equivalent
to it has been non-committal, and merely says that there
individual reciprocal healthcare arrangements in every
will be some money set aside for staff to work on issues
EU country in order to provide the same level of access to
‘such as reciprocal healthcare’.
dialysis sessions as EHIC does.
We have recently met with and briefed a number of
What can you do? You can write to your MP to explain the
Members of the European Parliament (MEPs), who
issues described and ask them to raise it in Parliament.
subsequently wrote a cross-party open letter to Jeremy
There is some information on this on the Kidney Care UK
Hunt to ask him to remember dialysis patients in the Brexit
website (www.kidneycareuk.org). If you do write please can
negotiations. This letter was picked up by the ‘I’ paper, the
you let me know (fiona.loud@kidneycareuk.org) as this will
Independent and LBC radio.
help us build the case for support .
However, as this, along with so many other Brexit issues,
cannot be guaranteed, until or unless this is settled we will
Currently, and until further notice patients are able to obtain
keep raising this issue on behalf of kidney patients, because dialysis in the EU at the same cost they pay at home i.e. free
the needs of people with long-term conditions will continue of charge or in some counties with a co-payment of 20%.
to cross borders. In the case of a hard Brexit we cannot
It is possible this will continue for a further period of time
know what the outcome will be.
under transitional arrangements.
www.kidneycareuk.org
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Bon Voyage
Need dialysis, will travel

Merveilleux soins en France North Londoner, Valérie
Nougé, describes the 5-star dialysis treatment she received
during her Easter holiday in France
I started dialysis in November 2017 after contracting vasculitis, an auto-immune disease,
several years before. I had known for a long time that I would probably need regular, life-saving
treatment at a dialysis centre. When it actually happened - much earlier than the doctors
expected - it was a huge shock. I soon grieved for my old life and wondered how - or if - I would
ever be able to rebuild any sense of normality.
A big moment for me came when I watched a TED talk by “Queen of Dialysis” Madeleine
Warren, an inspiring woman who suffered kidney failure as a child and has been on dialysis
for many years. Her videos helped to convince me that while dialysis would be a big change, it
needn’t bring an end to life as I knew it. And it certainly didn’t mean an end to travelling abroad.
In March this year, I decided to travel to France to spend a week with my parents. I knew I would
need 3 sessions at the centre nearest to their hometown of Saintes in Charente Maritime. I
called the local hospital, who told me there was no space for holidaymakers (although they
reassured me they wouldn’t leave me to die on the street if I needed urgent treatment!). The
hospital referred me instead to ADA 17 [which stands for association pour le developpment
de l’autodialyse]. ADA 17 is part of France Rein, an independent charity funded through social
security, donations and patients’ insurance.
One lesson I learned is that it’s important
to plan ahead. The application for a
place at ADA 17 was time-consuming
and far from straightforward (even for
someone who speaks fluent French).
They asked for my medical documents
to be translated with a strict warning
that I would not be booked in unless all
the necessary information was provided.
After sending them a weighty dossier
and further email exchanges, my place
was confirmed.
Arriving at the ADA 17 for my first
session, I was curious to see how it
compared to the UK. Saintes is a small
town in a quiet part of France and I
imagined that perhaps it wouldn’t be as
professional, caring or efficient as the
centre I go to in London. I couldn’t have
been more wrong.

12
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Me on my exercise bike whilst on dialysis

The first thing that happened was that I was offered
breakfast: a huge choice of tea, very strong coffee,
hot chocolate, madeleines, biscuits and fresh
baguette with butter and jam. When they asked me
what flavour tea I wanted I was lost for words!

One of my dialysis nurses

Once I was comfortable and lying on the bed, the
nurse presented me with an exercise bike attached
to the bedframe which I used for about an hour.
It kept me warm as I burned off a few breakfast
calories and it made the time pass more quickly. I
was also given headphones to watch a personal flat
screen TV. The secretary printed my own Wi-Fi code.
When it comes to treatment, the nurses follow
an extremely careful and strict medical protocol.
They and their patients have to wear a ‘charlotte’
(a paper hat) and a face mask while plugging and
unplugging the dialysis machine. My dialysis is
done through a catheter and this was protected
inside a plastic pouch. The entry site was cleaned
and the plasters changed at each session. The
biggest discovery for me were the waterproof
dressings which allowed me to have my first
shower in 5 months! Bliss!
If all this sounds like a 5-star dialysis treatment
then that’s because France Rein focuses so much
on the wellbeing of its patients. The ‘no pain’
policy means those with a fistula are given patches which
anaesthetise the arm an hour before dialysis begins. No
visitors are allowed and lights are switched off so that
peaceful silence is maintained. (The dialysis machines rarely
beep and when the treatment is over they play soothing
music - you are sent on your way with a soft piano riff or a
Strauss waltz).
You’re probably wondering what all of this cost. The answer
is that I didn’t pay anything as the UK is still part of the EU.
All I had to do was give them my EHIC number. Post-Brexit,
I was told that if there is no deal between member states, a
session could cost 289 euros in ADA 17 and 500 euros in a
state-run hospital.

When I returned to my dialysis centre in London, I told the
staff about some of my experiences: the waterproof plasters,
the bikes and patches that could make our lives better. They
said they were too expensive for the NHS. The bike costs
thousands of pounds and fistula patches are £20 each.
The dialysis centre in London is great and the care from
the nurses is second to none, but sometimes it’s the small
things that make a big difference. It’s a shame the ‘nice to
haves’ in France are not available on the NHS.
I hope not to go back to ADA 17 as I am due to have a
transplant soon, but if I had to dialyse for the rest of my life
I would definitely go back to live in France.

The nurse presented me with an exercise
bike attached to the bedframe which I used
for about an hour. It kept me warm as I
burned off a few breakfast calories and it
made the time pass more quickly
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Bon Voyage
Holiday around the world
with Freedom
You think it’s all over – well it’s not!
By Ian Johns Davison
I was diagnosed at age 42 with chronic kidney
disease (CKD) and had my first dialysis session
around 10 years later, on 10 December 2015.
Some dates you never forget. I was 52.
Given what’s involved in being dialysed, the thought
of going on holiday anywhere filled me with dread.
Then I discovered Freedom Dialysis Holidays
(FDH). What a relief. FDH make it very easy to help
you go on holiday. They provide you with a very
personal service and I have now used them on 9
occasions to arrange dialysis at my chosen holiday
destinations.
My first trip abroad, in September 2016, was to
Gran Canarias. The small private dialysis unit was
only 10 minutes from my hotel and it all went
swimmingly well. Tenerife was next, in March
2017, and my dialysis experience at the hospital in
Playa De Las Americas was also very good. I then

North West Scotland
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became a bit more adventurous
and 3-week holiday starting with
Newport on the west coast of the
USA, then three islands in Hawaii, San
Francisco and finally Washington DC. This
involved dialysing at 6 different units and
again all was satisfactory. I’ve also dialysed in
London, Australia (Perth, Sydney and Melbourne)
and France. As I write this I’m dialysing in
Inverness. Later this year I’m going to the Lake
District, back to France and then to Madeira.
FDH will liaise with the person responsible for
arranging holidays in your own home dialysis
unit to ensure all the medical requirements are
correct and sent timeously. Different destinations
have different requirements. I attend the Renal
Unit in Monklands Hospital. The Staff Nurse that
liaises with FDH is Carol Anderson and she does a
fantastic job (thank you Carol).

Below are a few tips from my experiences so far:
• Make arrangements as far ahead as possible as
units do fill up quickly and there is often limited
availability.
• In hot destinations dialyse in the early afternoon
slot to avoid the hottest part of the day.
• Organise your insurance and dialysis before
booking your holiday.
• Take a blanket, snack and drink with you.
• Make sure that you have a fabulous time and
enjoy yourself.
Me cooling off

The dialysis I have had, both in the UK and abroad,
has all been very efficiently and professionally
organised by FDH.  Laura Gleadell, Managing Director,
and her team have done a fantastic job organising
these many trips for me. Their communication is
first class and you always know what’s going on. I
communicate mainly by email although I know that
many others make arrangements by telephone.

Yarra Valley Balloon ride
Melbourne, Australia

What are you waiting for? If you can go on holiday
then get in touch with FDH and get the ball rolling.
FDH have a fabulous website:
www.holidaydialysis.co.uk or you can contact them
by telephone 01509 815999 or email
Washington DC at night

info@holidaydialysis.co.uk

sponsored by
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By Sue Lyon
Freelance Medical Writer
& Editor, London

Sexual health, kidney failure and older men

Kidney Clinic
No laughing Matter
As men get older, urinary problems—getting up several times a night to pee or dashing to the loo
during the day—become more common. Men may also find that it’s difficult, if not impossible, to get
an erection. These symptoms are all too often the subject of jokes, but they are no laughing matter.
They are especially common in men with kidney disease and other long-term conditions, and cause
a great deal of unhappiness. The good news is that effective treatments are available and there is no
need to suffer in silence.
Men with urinary and sexual symptoms are no exception
to the general rule that, for almost every health problem,
men consult a doctor later than women. “It’s partly a
macho thing: we don’t want to be seen as weak. More
generally, there’s the myth that urinary symptoms are
part of normal ageing and that sexual problems will not
be taken seriously,” says Professor Mike Kirby. Mike is
Visiting Professor at the University of Hertfordshire and the
Prostate Centre, London, and is a specialist in men’s health.

Where and what is the prostate gland?
The prostate gland is located between the bladder and the
penis, and as it gets bigger gradually blocks the urethra and
the flow of urine outside the body. Sperm are produced in
the testes and stored in the epididymis. During ejaculation,
sperm are propelled through the vas deferens into the
urethra via the seminal vesicles and prostate, on the way
collecting secretions that form sperm.

Problems with the prostate
Although some people with kidney failure find that they
gradually lose their ability to pee (called residual renal
function), others continue to pass urine. The cause of
urinary symptoms in older men in general and those
on dialysis or with a transplant is often enlargement
of the prostate, a walnut-sized gland that sits between
the bladder and the penis. As the prostate gets bigger it
obstructs the flow of urine making it more difficult to pee.
At the same time, because the bladder muscle has to work
harder to overcome the obstruction, it becomes overactive
(called overactive bladder syndrome).

Erectile dysfunction is
a man’s problem, but a
couple’s concern.
16
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The results are the obstructive and urinary storage
symptoms—collectively called lower urinary tract
symptoms (LUTS)—experienced by older men. Doctors
define obstructive symptoms as poor flow (decrease in
the force the urinary stream), hesitancy (not being able to
start peeing immediately), and prolonged voiding (difficulty
in emptying the bladder). Storage symptoms include
frequency (needing to pee very often), urgency (needing
to pee without much warning) and nocturia (frequently
needing to pee at night).
“It’s the storage symptoms that usually drive a man to the
doctor, because they cause more bother in terms of quality
of life. This applies particularly to nocturia. Getting up
several times a night is exhausting and of course also wakes
his partner,” comments Mike.

Trouble with testosterone
Losing sleep because of LUTS has further implications, because men need at
least four hours sleep to ensure a normal surge or increase in testosterone
levels in morning. Testosterone is known as the ‘male hormone’ but men
don’t have the monopoly. In both sexes, testosterone contributes to a sense
of wellbeing and plays a role in sex drive or libido. It is also needed for strong
bones and the development of lean muscle and strength.
Testosterone levels are, however, much higher in men than in women, but
may be low in men with kidney disease. Blood levels are tightly controlled
by feedback between the hypothalamus and the pituitary gland in the brain
and the testes. Low testosterone due to problems with this mechanism—
called the hypothalamic–pituitary–gonadal axis—occur frequently in kidney
failure. This not only reduces a man’s sexual desire, but also affects the size
and structure of his penis and ability to get and maintain an erection (erectile
dysfunction or ED).
Kidney failure also goes hand in hand with risk factors for heart disease,
such as diabetes, high blood pressure and high cholesterol. All these lead to
atherosclerosis or narrowing of the arteries throughout the body, including
in the penis. Blood vessels may also be narrowed by calcium deposits due to
problems in controlling calcium and phosphate. And, to make matters worse,
some blood pressure medicines can contribute to ED. According to Mike,
particular culprits are diuretics and calcium channel blockers, often prescribed
instead of drugs that might increase potassium levels.
Mike sums up: “So low testosterone, cardiovascular risk factors and some of
the drugs we prescribe all contribute to impaired blood flow to the penis.
Bladder

Seminal
vesicles

Pubic bone

Urethra

Vas
deferens

Rectum

Prostate
Anus
Epididmymis

Scrotum

Testicle

The first sign may be fewer night-time
erections, which are essential to keep the
penis healthy. Losing them is an early sign
of the possibility of erectile dysfunction
and the need to talk to a doctor.”

Treatment
Urinary and sexual symptoms should
always be thoroughly investigated to
determine the exact cause and to rule
out problems like urinary tract infection
that need urgent treatment. Dealing with
prostate obstruction is also a priority.
In the long-term, retaining urine in
the bladder causes back-pressure that
may eventually damage a transplanted
kidney. Mike adds: “In the worse case,
if symptoms are ignored, a man may
suddenly find he can no longer pee, and
ends up in hospital for a catheter and
sometimes emergency prostate surgery.”
Several types of drug can be used to
treat LUTS. They work by shrinking the
size of the prostate, relaxing the bladder
neck to restore urine flow, or reducing
bladder contractions. Some of these
drugs are excreted by the kidneys, so
men with stage 5 CKD or on dialysis may
need a lower dose or an alternative drug.
Interestingly, studies have shown that
LUTS can be relieved by PDE5 inhibitors,
which are used to treat ED.
Sildenafil (Viagra) and the other PDE5
inhibitors tadalafil (Cialis) and vardenafil
(Levitra) are first-choice treatment for
ED, and work by increasing blood flow to
the penis. PDE5 inhibitors are suitable for
men on dialysis and after a transplant,
but it’s essential to talk to a doctor
before starting treatment. These drugs
can interact with other medicines, and
can cause low blood pressure for men
who are taking nitrate drugs for heart
problems. Otherwise they are very safe.
Alternative treatments for severe
ED that does not improve with PD5
inhibitors include injections of alprostadil
(Caverject) or aviptadil (Invicorp) directly
into the penis, again to improve blood
flow. Mike adds: “Many men with
severe ED may be suitable for a penile
implant, and my patients have been really
delighted with the results. Implants are
available on the NHS, but the operation
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must be done in an expert centre. The surgeon also needs to take into
account the causes of a man’s kidney failure and the risk of implant
infection, which is higher with post-transplant immunosuppression.”

Don’t forget the partner
Mike stresses the importance of
involving the partner in the man’s
treatment: “ED is a man’s problem,
but it’s a couple’s concern. It is
critically important that the partner
understands the causes, and is
reassured that the man still finds
them attractive.”
He adds: “Thanks to inaccurate scare stories about hormone
replacement therapy (HRT), a female partner may be putting up with
severe menopausal symptoms and would benefit from, at a minimum,
vaginal oestrogen to improve dryness. In same-sex couples, the
partner may himself be experiencing ED or other sexual problems, and
would also benefit from treatment.”
Mike believes that ‘talking treatments’ can also be helpful, and refers
couples to RELATE when NHS counselling is unavailable. “A man might
respond well to a PDE5 inhibitor but be worried about maintaining his
erection. This performance anxiety leads to a burst of adrenaline, the
‘fight or flight’ hormone. You can’t fight or run away with an erection,
so the penis gets smaller very quickly, which compounds the man’s
anxiety,” he explains.

Talking to the doctor
Although kidney patients get to know their doctors and nurses very
well, it can be embarrassing to ask about sexual or other personal
concerns. Professionals may also face barriers against discussing these
issues with their patients.
“Urinary and sexual problems are common in kidney disease, but some
doctors and nurses are themselves embarrassed, and most are not
trained in sexual medicine. We must raise awareness that sexual activity
is an important part of life regardless of a patient’s age, and that most
people (eight out of 10) would like a professional to ask them if there
are problems. In the meantime, I hope we can empower older men to
start the conversation and ask to be referred for help, before a problem
turns into a crisis for the relationship,” concludes Mike.

We must raise awareness
that sexual activity is
an important part of life
regardless of a patient’s age

Dave’s story

Dave is in his early 60s, and has had kidney
problems for some time. A year ago, he
received a kidney transplant through the pairedexchange programme after nearly three years
on dialysis. Although he has recovered from his
surgery and his kidney function is good, Dave is
disappointed to find that he still has problems
keeping his erection. He feels he is failing his
partner, who donated a kidney so that he could
have his transplant.
Dave and his partner have not talked about his
erection problems, but she has suggested that
he should sleep in the spare room because he is
now getting up several times a night to use the
toilet. Prompted by his partner’s insistence, Dave
mentions his urinary problems at his next kidney
transplant clinic appointment, and is referred to
the urology department at his hospital.
At his urology appointment and before seeing the
doctor, Dave sees the specialist urology nurse for
assessment of his symptoms. The nurse explains
that urinary symptoms become more common
as men get older and, while checking his urinary
flow, mentions that problems with getting an
erection also occur more frequently in older men.
She adds that this can be a particular concern for
men with long-term conditions such as kidney
failure, asks if Dave is worried and reassures him
that erection problems can be treated.
Relieved by the nurse’s lack of embarrassment,
Dave takes the opportunity to talk about his
erection problems. When he sees the urologist,
the doctor prescribes a medicine to relieve
Dave’s urinary symptoms and offers to see him
and his partner at the sexual health clinic. Once
back home, Dave feels more able to talk to his
partner about his problems, and they agree to
a joint appointment at the sexual health clinic.
A few months later, both Dave and his partner
are delighted that he is no longer sleeping in the
spare room.
Please note - we have used a fictitious name in
this case study.

More information
• RELATE: the Relationship People: www.relate.org.uk
The UK’s largest provider of relationship support, including relationship counselling and sex therapy.
• Sexual Advice Association: https://sexualadviceassociation.co.uk
Information for singles and couples about sexual problems, counselling and sex therapy, with tips on
how to talk to your doctor about sexual problems.
18
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Amazing spaces and
my kidney transplant
By Rob Demel

I grew up in Eastbourne, East Sussex, and studied, first in
South Devon and then at Brighton University, graduating
in 1991 (aged 23) with a BA Hons degree in Woods,
Metals, Ceramics & Plastics. My early work saw me
teaching ceramics, working with children and adults with
learning difficulties.
However, in the early autumn of 1997 I became very
unwell and was admitted into the Royal Sussex Hospital,
Brighton, where I was diagnosed with chronic kidney
disease (CKD). The prognosis was grim-dialysis for four –

five hours, three times a week. Not a pleasant experience
at all, but life-saving. It seemed that life was on hold. My
name was added to the transplant waiting list.
Just over a year later, on 16th of January 1999, a kidney
was donated that matched, and I was taken up to St.
George’s Hospital in South London where I underwent a
kidney transplant.
Having a kidney transplant is a new beginning; a kind of
rebirth. Like putting on reading glasses for the first time everything becomes so fresh, sharp and alive.

My now 19-year-old kidney is still going strong and
has enabled me to progress and even expand my work
in ways I would never have dreamed possible. I am
now able to dedicate my time and creative energy
to designing and building small barns, cabins, tree
houses, hides, garden offices, and designing and
creating bespoke landscapes and planting schemes
including nature environments. Some of the projects
I have undertaken recently include creating outside
classrooms for schools and active history areas. If it
involves wood, design and outside space, I do it!
My greatest joy however, is my family. My wonderful
wife Mairead, whom I’ve been with for over eighteen
years, and our darling daughter Freya, who is eleven.
We live in Hove, close to the beach and our beloved
sea. Life is good.
For further information on my projects please go
to http://lunaprojects.com/
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Just over three years ago, Marie-Louise Turner, a young adult
herself, with a psychology background and a passion for
helping young people deal with chronic medical conditions,
was appointed to the role of Young Adult Worker with the
renal team at St George’s NHS Foundation Trust in Tooting,
London. The preceding years had seen the department struggle
to cope with the complex needs experienced by their young
adult kidney patients as they transitioned from paediatric care.
Feedback from the young adults was that they overwhelmingly
felt isolated; a potential problem in most chronic diseases.
Fortunately, Kidney Care UK realised the extent of the need and
funded her first three years in post.

MIND T

Since Marie-Louise’s appointment many aspects of life for young adult kidney
patients at St George’s have improved immeasurably - physically, mentally and
emotionally. Earlier this year an application to fund Marie-Louise’s position on
a permanent basis was approved by St George’s NHS Foundation Trust.
Kidney Matters went along to St George’s to speak to Marie-Louise to find out
more about her role as a Young Adult Worker.

Marie-Louise explains,
“I am currently in touch with about 100 young adult patients, all at various
stages of chronic kidney disease (CKD). One of my first tasks when I started
was to sift through our patient database and identify all our kidney patients
who were aged between 18 and 30. The number obviously fluctuates from
month to month as people age or move away and more young patients are
referred to us. Now that we have an established young adult service our
referrals have significantly increased, not only from our own paediatric unit
but also from Great Ormond Street, the Evelina Children’s Hospital and other
children’s units around the country. Additionally, referrals come from other
specialties such as cardiology, diabetes and acute medicine.
The multidisciplinary team here has become increasingly engaged with
the need to provide targeted support for young adults. I frequently
receive requests to sit in on clinic consultations and carry out
visits to patients on the wards, in addition to my regular
involvement in Young Adult Clinics.
I find my role is particularly valued in patients who
have had previous emotional upheaval, social
challenges or multiple physical problems.
This isn’t exclusive though, as some
patients just feel the need to talk
things over with someone who is
on their wavelength.

B
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I often get to know patients from their
first referral, but I also send out an ‘adherence
survey’ every year and a newsletter regularly, so if
I have missed someone, this is when I get the chance
to introduce myself and let them know about ways I might
be able to help and about any social events that are going on
to give them the chance to meet other young adults in a similar
position to theirs.
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See the live interview with Marie-Louise Turner at
www.kidneycareuk.org.uk/marielouiseturner

One of the great things about my role is that I can structure
the service around the very individual needs of the young
adult. So, I can talk to both the patient about their needs
and the medical team about their concerns. Just being
in hospital in an adult ward or clinic for the first time
can be very frightening for someone who has been
used to a paediatric ward or who has never been
unwell before. So, in this instance I would go and
introduce myself whilst they are on the ward so
they know that I am there to talk to. I will also attend
the ward round and may stay with them whilst the
medical team are there so that I can liaise with everyone
afterwards to ensure everyone understands what is being
said and asked.
Everyone is different so my work really varies. We had a
young adult patient some time ago who had just received

his kidney
transplant but
suddenly didn’t
want to take
his medication,
despite the medical team explaining that he would
lose the transplant if he continued with this decision. It
transpired that he was just so scared of being in hospital,
felt undeserving of his new transplanted kidney and
overwhelmed at the instructions he was receiving on how
to look after it, that he got to the point where he could
not cope with or articulate his anxieties, so just stopped
doing everything. This is not uncommon for young adult
patients who notoriously have poorer outcomes. Nurses
run very busy wards and don’t have the time to dedicate
to every potentially ‘difficult patient’. I went along to see
www.kidneycareuk.org
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MIND THE GAP
him to see if I could understand what was going on. He
explained his anxieties which I then took to the medical
team and together we managed to talk through his worries,
re-stabilise him on his medication and eventually send him
home in a far more confident state of mind.
It is really important that young kidney patients feel
empowered to live a normal life as independently as
possible. Sometimes I may write letters to colleges and
universities for patients to explain the impact that CKD,
dialysis and frequent stays in hospital have on their lives,
and to offer reassurance that study and managing CKD
can both be accomplished with a bit of forward planning.
We now have young adult patients who are achieving
distinctions at university or have gone on to successfully
study medicine. I also help them apply for appropriate
benefits and social funding if necessary.
But perhaps one of my most rewarding projects was pulling
the young adults on unit-based dialysis from their randomly
allocated dialysis sessions, and putting them all on the
same session three times a week during the evening –
timed to facilitate maximum attendance at their college,
university or employment and away from some of our
sicker patients. I work closely with the arts team and we
have a project running at the moment to provide activities
like English lessons or arts and crafts on dialysis. It’s a
fun and lively group of young patients who, despite being
treated for CKD, get to make good long-term friendships at
these sessions and are there to offer support when one of
them is struggling. It’s a great success and the nursing staff
comment on how much they enjoy working on this shift.

I also help coordinate the annual Kidney Care UK fully
funded Young Adult Weekend Away where around 100
young adults from all over the UK meet up for a weekend
of challenges, bonding, socialising and fun. This year we are
off to the Mount Cook Centre in Derbyshire (see over page
for details). If you are a kidney patient between the age of
18 and 30 perhaps you would like apply to join us this year?
We’d love to meet you.
St George’s Hospital has got on-board with this role but
that’s not the same for all units. The impact is clear and

Some patients just
feel the need to talk
things over with
someone who is on
their wavelength.
there is no doubt in my mind that every renal unit with
young adult kidney patients should employ a Young
Adult Worker to improve their transition services. This
transitional time for young adult patients can be a hugely
traumatic and complicated time in their lives. I am
convinced that the support this role offers to young adult
patients can really help them to keep their life on track
towards achieving their maximal potential and a successful
future. I am so pleased that St George’s has shown its
support for the value this role offers.”

Young Adults’ Activity
Weekend
Mount Cook Adventure Centre – 5th – 8th October 2018
If you’re a young adult with CKD (on dialysis or
transplanted) and aged between 18 and 30, you
can come along and join this year’s Young Adults’
Activity Weekend at the Mount Cook Activity Centre
in Derbyshire on us – so, NO CHARGE TO YOU. The
Centre provides a range of activities and an ideal
environment to meet other young adults experiencing
the same things you are. You can see from these
images that you have the opportunity and guidance
from experienced Kidney Nurses and Young Adult
Workers, to experience outdoor activities such as
rowing, rock climbing, hiking and archery, and indoor
activities including arts, workshops…..and, of course,
lots of socialising.
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Wessex KPA and Kidney Care UK - joint funding
our Youth Worker, Andy
By Arvind Nagra,
Consultant Paediatric Nephrologist, Southampton Children’s Hospital
It had been clear to me for some years that we here at the Southampton
Children’s Hospital Renal Unit were in real need of the services of someone
to aid young patients transition from paediatric care into adult care. It can be
a troubling and complex time for young patients and requires the individual
attention that only another young person could provide. Their psychosocial,
educational, physical and emotional well-being depended on us finding just the
right person and acquiring adequate funding to support the role. We knew Wessex
KPA had also identified this need, but it was soon evident that they would not be
in a position to fund the role alone. So, last year after
meeting at a World Kidney Day event, we put together
a business case, and made an application to Kidney
Care UK for part-funding of the role. Happily, we were
successful and in February this year Andy Beeson was
appointed Youth Worker here, fulfilling a role similar
to the one outlined by Marie-Louise Turner.
Whilst Andy has been in post for only three
months, the impact of his appointment is already
evident, as can be seen in the comments from
some of our young kidney patients he looks
after - ‘Andy is the best thing that has happened
Andy Beeso
to me in the last year’. ‘He has made a massive
n and me with
one
difference and helped me loads. I will be going back
of our young
patients
to college and have a plan for my education’, ‘He
helped me get a job’. ‘Andy is awesome and brilliant and such a support’.

If your KPA has identified a
need for a Young Adult Worker/Youth Worker at your paediatric
or adult renal unit but is unable to
fully fund the role, we may be able
to help. To help put together a business case and application, Dr Nagra
is happy to share details of her
business case with you, and we here
at Kidney Care UK would be very
happy to hear from you. Contact
Dr Arvind Nagra on arvnagra@
gmail.com and Kidney Care UK on
info@kidneycareuk.org for more
information.
If you are a paediatric renal
patient facing the prospect of
transitioning into adult care, you
may be interested in the Ready
Steady Go programme spearheaded
by Dr Nagra. For more information,
there is a video by patients and
carers halfway down the page at:
www.uhs.nhs.uk/readysteadygo

For more information and to
book your place email us here
at Kidney Care UK – info@kidneycareuk.org
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When assessments get tough, who
AKA THE KIDNEY
Meeting Sandy
The day I found out I needed to go onto dialysis was a dark and
frightening day for both of us. I (Del) went into a downward
spiral and felt lost in my own life. On top of this, I was confused
due the lasting effects of a stroke.
Given the seriousness of my kidney disease and my other health
issues, we did at least feel confident that we would be entitled
to some sort of social assistance to help me get around out of
the house. With the help of a friend we completed the reams of
paperwork involved in making an application for the Personal
Independence Payment (PIP). We answered every question to
the best of our ability. The response was devastating. We were
not awarded one single point on the assessment.
Because of my memory issues I don’t have a clear recollection
of how and when I became aware of Kidney Care UK. I wish I
did because, as it turned out, it was one of the most important
and life-changing calls I have ever made.

is truly a force of nature. Her calm, methodical approach to our
plight was immediately reassuring, and meant we could just get
on with dealing with the daily challenges of this life-changing
illness in the knowledge that someone was by our side, and
we did not have to tackle the authorities and the mountains of
application forms and paperwork alone.
As things got tough again, we called on Sandy a lot and she
was always a steady and positive voice at the end of the
line. Nothing seemed to phase her and even when we were
experiencing our meltdown moments at the Tribunal, it was
just the knowledge that we had Sandy with us that gave us the
strength to persevere.
Thankfully, the Magistrate ruled in our favour and we now have
full PIP entitlement. And, although our circumstances had not
changed from our first PIP application, this successful appeal
would not have happened without Sandy’s help. It has literally
been lifesaving.

As a family, we’re so very grateful. Thank you Sandy and thank
When your world is dark and frightening you need light, care
you Kidney Care UK.
and support. Enter Sandy Lines, our dedicated Kidney Care UK
Advocacy Officer, and now virtual member of our family. Sandy Del & Lindsay Rudd

Del and
Lindsay Rudd
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ya’ gonna call? The red-tape busters!
CARE ADVOCACY SERVICE
Meeting Del and Lindsay

PIP appeals process. One of these letters explained that Del
and Lindsay would need to attend a Tribunal at which a final
In April 2017, Mr Rudd picked up the phone and called Kidney decision would be made on whether their application for PIP
Care UK to ask for help. He spoke to Marianne in our head
would be approved. The Tribunal date was December.
office. For many patients, the hardest thing to do is to reach
On the morning of their Tribunal, I met with Del and Lindsay
for the phone and say they’re in need of help and support.
to talk them through the process and what might be expected
Marianne took a few details and referred Mr Rudd to me, as I
of them. The nominated Magistrate’s Court was in Southend,
am the Advocacy Officer covering the East of England and the
so I travelled on the morning of the Tribunal from my home in
East Midlands.
Norwich to arrive in plenty of time to support Del and Lindsay,
Del, as he is known, wanted advice and help about a range of only to discover that the Magistrate had not turned up.
topics associated with his chronic kidney disease (CKD). He
Del and Lindsay were re-called to appear at the same court
had been on dialysis since the previous October but suffers
in February this year and this time the Tribunal went ahead.
with several co-morbidities. It was clear quite early on that
Del and Lindsey were subjected to quite a difficult interview
Del and his wife, Lindsay, had already applied for Personal
and both became distressed. At these points, I was able to
Independence Payment (PIP) to help them both cope with
Del’s chronic conditions. But the application had been turned reassure them that everything was fine and, where words had
failed them, intercede on their behalf.
down with a zero-point rating of Del’s needs.
I arranged to meet up with Mr and Mrs Rudd. At this
meeting, we spent time going through all their paperwork,
talking through what I believed they should be entitled to
by way of additional help, and reassuring them that I would
support them on their re-assessment journey.
We spoke at length by phone each time a letter from one of
the authorities arrived, and to initiate each next step in their

The good news is that their appeal was successful and
Del and Lindsay were offered the full PIP entitlement they
need in order to help them cope with Del’s CKD and other
comorbidities.
The difference this ruling has made to them both is
remarkable. Whenever we speak I can hear in their voices
that they feel they have a real life now.

“I don’t have a clear
recollection of how and
when I became aware of
Kidney Care UK. I wish I
did because, as it turned
out, it was one of the most
important and
life-changing
calls I have
ever made”

Sandy Lines, Kidney Care UK
Advocacy Officer

If Del and Lindsay’s account resonates with you, and you
think our Advocacy Service might be able to help you too,
please call us on 01420 541424 or email
info@kidneycareuk.org
www.kidneycareuk.org
Issue 2 Summer 2018
Photography by The Humble Photographer:
www.thehumblephotographyco.com
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You are at the

Your support is so important. Kidney Care UK receives no government funding. So, it
is only with the generosity of our supporters that we can support so many patients
and their families. It has been this way for over 40 years, but more than ever before,
we need your help now. And you haven’t let us down…

ever

Back in April, our team of just four runners raised an incredible £30,000 running
the London Marathon. Shortly after this, in May, we had a team of 20 complete the
Belfast Marathon and raise a total nearing £4,000. Since then, more than 30 of you
have taken on a run, cycle, Tough Mudder and many other crazy
challenges to raise awareness of and funds for Kidney Care UK.
Away from these physical tests, we have launched a year-long
fundraising partnership with B Braun Medical Ltd and another with
the M&S store in Deal, Kent. We have also received a great amount
of support from schools, and were invited to Tyler’s Green Middle
School to share a little about the charity with the Year 5 students
there after they raised more than £300 for us.
We’re always adding new ways for you to get involved.
If you know of a company or organisation, or a school, club or group who would
like to show their support, or you fancy taking on a challenge yourself – crazy or
otherwise - visit www.kidneycareuk.org/get-involved
or give us a call on 01420 594 943

M&S have chosen to support Kidney
Care UK in honour of their colleague,
and have collections, raffles and
an in-store static cycling challenge
already planned

A team of 20, including the
medical team from Belfast City
Hospital, took on the Belfast
Marathon
26
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heart of

ything we do.

Our Head of Fundraising, Rob,
receiving a cheque from Peter
and Janet Watt raised by another
Freemasons Lodge

You can still join us at…
1 Sep

Big Fun Run/Dog Jog - Ipswich

2 Sep

Big Fun Run/Dog Jog - Milton Keynes

8/9 Sep

Tough Mudder - North West

8/9 Sep

Thames Path Challenge & Thames Bridges Trek

22 Sep

Tough Mudder - London South - Weekend 1

29/30 Sep Tough Mudder - London South - Weekend 2
6/7 Oct

Bournemouth Marathon Festival

14 Oct

Royal Parks Half Marathon

27 Oct

Big Fun Run/Dog Jog - London (Crystal Palace)

28 Oct

Big Fun Run/Dog Jog - London (Victoria Park)

Get in touch with the
fundraising team
We are here to help you support us, so please get in
touch, whatever your question, idea or plans.
You can speak to one of the team by calling
01420 594 943 or by emailing us at
fundraising@kidneycareuk.org
You can also find other ways to get involved by visiting
www.kidneycareuk.org/get-involved

The team in Northern Ireland collecting at Glenavon Football Club

We’re recruiting collection tin
champions
We’re looking for volunteers to help place more tins in more
shops, cafes and businesses. We know each collection tin raises
around £100 a year. So, you can see how placing a few extra
tins in your area will really help us.
Maddy with her
London Marathon
medal

We will arm you with the tools and knowledge to approach
local businesses, simply get in touch to find out more.
www.kidneycareuk.org
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CAPTION
COMPETITION

‘I Harry, take you Meghan’
Caption the moment BKPA ted met up with
KCUK ted recently at Alton Head Office. We
will print the winning entry in the Autumn
issue of Kidney Matters. Remember, these are
nice teddies, so no naughty captions!
Send entries to editor@kidneycareuk.org
Photograph by kind permission of Edna Hill

Dates for your diary
3rd – 9th September 2018
Organ Donation Week

This year’s theme is ‘words save lives’ aimed to encourage
people to talk about their views on organ donation. We all
need to help promote this important campaign. Information,
leaflets and social media images available at: http://www.
nhsbt.nhs.uk/media/news/save-the-date-organ-donationweek-2018/

20th – 21st September 2018
11th Annual Dialysis Conference
The Lowry Hotel, Manchester
Free to patients – but please book early as this is a very
popular event.
http://gmkin.org.uk/event/11th-uk-annual-dialysis-conference/
or email medicus.comer@btinternet.com

19th – 21st October 2018
NKF Annual Patients’ Conference
Hilton Hotel, Blackpool
For delegate package costs and details on how to book
go to www.kidney.org.uk

14th March 2019
World Kidney Day
Held in March, World Kidney Day is the one day every
year that focuses global attention on the importance of
kidney health. This special day aims to highlight the risk
factors that can lead to Chronic Kidney Disease (CKD).
Time to start planning WKD events!

What’s in the next issue of Kidney Matters
• Fez Awan – working at The Youth Zone in
Blackburn, helping other young adults come to
terms with chronic illness
• Talking vascular access with Alayne Gagen of
Manchester Royal Infirmary
• Advocacy at work in Scotland - with Ewen
Maclean
• British Transplant Games report
• Clive Hook – My brother, Ellis
• Organs from deceased donors. How will the new
national allocation algorithm affect me?
Bill Noble – image courtesy of British Transplant Games
www.britishtransplantgsmes.co.uk
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How kidney patients and professionals
are working together to make sure that
research takes into account the concerns
and priorities of patients and their carers.

Singing a SONG for
kidney research
Clinical trials and other research are essential to make sure that a treatment
works and is safe, so that it can be routinely used to treat patients. Research also
underpins the guidelines used to support decisions about treatment in the clinic.
As Tina’s experience shows, life after a kidney transplant
can be affected by side effects that may not have been
professional priorities for research, and so we have to find
our own solutions. Now the focus in research is widening,
thanks to initiatives to promote patient and public
involvement such as Standardised Outcomes in Nephrology
(SONG).
SONG aims to establish core outcomes across kidney
disease for clinical trials and other forms of research. An
outcome is something that can be measured, and can arise
or change because of a health condition or treatment.
Choosing the right outcomes is essential to make research
meaningful to its users—who are mainly patients and their
health professionals.
Although patients have most at stake, we have not until
recently been involved in setting research priorities. But
SONG outcomes are being developed based on the shared
priorities of patients and carers, as well as of health
professionals and researchers.
Thanks to SONG, our ability to return to ‘normal
life’ after a transplant has become a
core outcome to be reported in
all clinical trials and other
research in kidney
disease. In this way
SONG is making
sure that research
priorities and
outcomes will help to
improve kidney care,
including patients’
quality of life.

Tina’s story: steroid side effects
I’m Tina, a transplant patient of some 15
years. I’ve been on steroids for nearly 20
years and this comes with side effects. The worst
for me is a red face and facial hair. Even though my facial
hair is blonde, I’m very self-conscious about it. I haven’t
worn foundation to cover this for years, as it sticks to the
hairs and makes the problem worse. Over the years I’ve
tried everything - even tried my husband’s shaver. Then
one day I saw an advertisement for ‘JML Flawless Hair
Remover’ so had a look online for reviews. I was convinced
by the reviews it had received, so bought one.
Since using it I can honestly say it’s totally painless, easy to
use and for the first time in 20 years my skin is completely
smooth.
I know that excessive facial hair might not be a big thing
when set against a background of the other issues we
kidney patients face, but it bothered me. I now feel more
confident, feminine and most importantly, like
me again. Women having beards as a result of
post-transplant steroid treatment isn’t
really talked about, but I know a lot of
ladies will feel just like I have about this
problem. We hate it. All I can say is
I have found the treatment that
has worked for me and I suggest
you give it a try! I hope you are
pleased with the results.

To find out more, visit
http://songinitiative.org/
www.kidneycareuk.org
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BORN TO BE WILD
Bristol Area Kidney Patient Association Renal Ride 2108
By Angie and William Beale, Bristol Area KPA

The BAKPA Renal Riders 2018

Some days stay with you forever. Our fifth annual Renal Ride
on 28th May this year was one of these days. Angie started
the day with her dialysis session in Weston-Super-Mare, and
then we went to meet the 33 riders who were gathering
at Southmead Hospital in Bristol, preparing for this special
annual event.
The annual Renal Ride is a chance for us to raise funds for
our KPA, raise awareness of the need for more people to
sign up to the National Organ Donor Register, showcase
some magnificent motorbikes (and motor-trikes) to the
people in the Bristol area, and to commemorate the very
first transplant to take place at Southmead Hospital fifty
years ago.
We invited Clive Hook, whose brother, Ellis was tragically
killed in a motorbike accident fifty years ago and whose
family generously gave permission for his organs to be
donated to save others. One of those donated kidneys
was the first kidney to be transplanted at Southmead
Hospital. Miraculously, the kidney is still functioning well in
the recipient fifty years later. The Hook family is arranging
events in the autumn to celebrate this monumental
achievement.

The route started at Southmead, and travelling past Bristol
Zoo, Bristol Airport, the Mendips and down Cheddar Gorge,
we eventually made it to our final destination, the Nightjar
at Mead Vale, Weston-Super-Mare, where we were met
with an enthusiastic crowd at the finish line.
Chronic kidney disease (CKD) is a hard disease and the
treatment of it can trigger or considerably exacerbate
other conditions. We try to live our lives making the most
of each good day, and events like the Renal Ride really
do help raise much-needed awareness of this disease in
the public eye. Certainly, the crowds lining the streets
of Bristol as we made our way to Weston-Super-Mare on
the day of the Renal Ride in May, knew from the roaring
noise of dozens of motorbikes that we were on the
road, and more importantly why.
If you are a kidney patient in the Bristol area and
would like to join our Kidney Patient Association, we’d love to
hear from you. Find out more at https://www.bakpa.org.uk

The event started with a moving speech by Clive Hook,
followed by another equally moving speech by the family
members of our BAKPA official mascot, AJ - Karina Filer
(mum), Tia, (younger sister) and Paul (dad, fellow BAKPA
trustee and transplant recipient). We then had the official
group photo (see above). Simon Anderson is centred in the
orange trike. Simon is a long-term supporter of the Renal
Ride and an ex-policeman, paralysed in the line of duty by a
lorry driver performing a dangerous and illegal manoeuvre.
Aaron Evans and Paul Filer on ‘Tommy the Tiger’
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Supporting everyone
affected by
kidney disease
We understand that living with kidney disease
can be demanding and we are here to help
patients and their loved ones with practical
help and support:
o A
 dvice and guidance from our national
patient advocacy team
o E
 motional support from our
counselling helpline

Working together to
help kidney patients
take control of
their lives , making
sure no-one faces
kidney failure alone.

o F
 inancial support and help for
a much-needed break
o A range of patient information leaflets
o I nvesting in improvements to health
and care services
o Standing up for your rights at a national level

Visit our website to see how we can help you
www.kidneycareuk.org or call us on 01420 541424

