
Royal Free breaks new 
ground with fi rst robot-assisted 

kidney transplant

M A K I N G  A  D I F F E R E N C E  F O R  R O YA L  F R E E  K I D N E Y  P AT I E N T S

APRIL 2017

Newsletter

Th e Royal Free Hospital Da Vinci Xi Surgical Team



22 RFHKPA APRIL 2017

KPA/Renal team meeting
By David Myers

On 12th January 2017, Andy Forbes 
(KPA Chairman) and myself met up with 
the Royal Free renal team to attend a 
bi-monthly KPA/Renal team meeting

These meetings are well attended by 
renal team clinicians and this time 
included Jenny Cross, Gareth Jones, Hana 
Midgley (Operations), Sheila Johnston, 
Lynn Dahri, Shella Sandoval and Vash 
Deelchand.

Research
Vash Deelchand said that the research 
team have been given a section in the 
next RFHKPA magazine and that research 
would like to have a section in every 
newsletter. (Still waiting to see an article).

Home therapies
Shella Sandoval updated us that a virtual 
clinic service for PD patients has been 
launched.  This is a dedicated number for 
patients from any site to call to access 
nurse support.  Letters have been sent 
to all patients and the PD nurses will 
continue to give out the number when 
patients attend clinic.  All renal reception 
teams have also been requested to in-
form patients of the number for when they 
receive any calls asking for a PD nurse.
PD HELPLINE - 020 3758 2040

Community services
Sheila Johnston told us that the Isling-
ton Community CKD service had started 
in November 2016.  The team aims to 
teach & support local GP practices to 
manage CKD more effectively.  The aim is 

to mirror the service we have running in 
Camden.

Transplantation
Gareth Jones told us the 2016 Kidney 
report shows our transplant numbers 
and success rate look good. He updated 
the group on two successful robotic live 
donor transplants that have been com-
pleted at the Royal Free.  The trust aim 
to increase the number of robotic cases 
in the future as there is faster recovery 
time post-transplant thus cutting down 
on occupied bed days. It also means that 
obese patients may not be exempt from 
transplantation in the future.  Dr Jones 
also updated us on the new live donor 
advocate service and that a patient 
information/programme is currently be-
ing drawn up.  He also talked about the 
launch of a clinic specifically to look after 
patients with failing transplants.  This is 
an area the KPA has been pressing  for 
the last few years.

Dialysis
Jenny Cross updated us on the financial 
approval for 123 Fresenius 5008 
machines, replacing 84 (4008) machines 
by April 2017. Priority is to replace all 
4008 machines as they are well beyond 
their life span.  We are also starting a 
peer review programme for HD, self-care, 
Home HD and PD led by Dr Crawford.  
There is a new nurse-led clinic at Barnet.  
Dr Cross also discussed projects to han-
dle violence and aggressiveness in units 
and how fragility amongst senior patients 
could be more effectively treated.

Transport
The meeting was updated with informa-
tion that the patient transport service 
has improved and that although not all 
Key Performance Indicators (KPI’s) are 
being met 100%, the service patients are 
receiving is far better than in previous 
years.  David Myers pointed out that there 
still has not been a Patient Transport & 
Policy Group meeting since DHL took over 

the transport contract and although the 
trust has said that these meetings will be 
up and running early in 2007, it is disap-
pointing for patient representatives that 
no date has been set.

Staffing update
• Dr James Onwubalili has retired and is  
 replaced by Dr Rishi Pruthi

• Dr Phil Masson is replacing Dr Aisling  
 O’Riordan, who has left the trust.

KPA Concerns
The KPA asked that nurses at satellite 
units are reminded about their responsi-
bilities as “named nurses”.
Some patients still don’t know who their 
named nurse is and some are frustrated 
by the failure to provide reasonable 
answers to their concerns.

The meeting finished after one hour with 
numerous issues held over to the next 
meeting. Two scheduled meetings in 
March have been cancelled due to senior 
members of the group being unavailable.
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KPA 
Committee 
meetings
Recently we 
have had some 
interesting 
guests attend 
our monthly 
committee 
meetings.  
In March, Dela 

Idowu, who runs GOLD (Gift of living 
donation), came to tell the committee 
about the project she has started to carry 
out: home-based education for African & 
Caribbean patients with end stage kidney 
disease.  This is with a view to encourag-
ing people to be a living kidney donor.

In April Jeff Cove, (Clinical Lead, Renal 
& Liver Transplant Psychology Services) 
was due to tell the committee about the 
launch of the Royal Free Live Donor 
Advocacy Service.  These are two impor-
tant areas that I fully support in my role 
as chair of the Royal Free Organ Donation 
Committee.

Our monthly meetings of course have to 
cover on-going business of the RFHKPA 
but as you can see, we have plenty of 
interest for all patients in these meetings.  
All patients, family members and nursing 
staff are welcome.

You will see on the centre pages of this 
issue, a call to action for the Afro-
Caribbean community. Patients from this 
community wait longer than the average 
time to get a matching organ. The people 
who can help reduce that figure are in fact 
Afro-Caribbean. Please look at the mes-
sage and see if you or members of your 
family can help.
rfhkpa@gmail.com

An art donation
A dear friend of mine for over 55 years, 
Andreas Erodotou passed away recently. 
Andy was a very talented hairdresser. 
Even in later years when you have to get 
a magnifying glass to find the hair on my 
head, Andy would spend the best part of 

one hour making my head look wonderful 
(!) and taking even more time to cut the 
hair from my ears and my nose!

Andy’s brother Chris Savvides is also very 
talented.  He is a painter and one of his 
fabulous paintings was donated to the 
hospital via RFHKPA when the 10th floor 
AKI unit was opened.  To commemorate 
Andy’s life, Chris is donating a painting 
titled “Axiom” and we hope that it can sit 
on the same wall alongside Chris’s other 
donated painting.

Thanks for an annual donation
Our thanks to Elaine Thomas-Jefferies 
who has once again raised money (£500) 
for the RFHKPA from holding Christmas 
wreath-making workshops during Decem-
ber.  You may remember from a previous 
newsletter, the story about Elaine donat-
ing her kidney to her husband Simon. 
Elaine has a wonderful talent for bringing 
cheer at Christmas time.  Here are two 
examples. 

Concerns for patients 
new to dialysis

Over the last period of time a number 
of patients have come to KPA meetings 
to talk about the problems they have 
experienced as new patients.  This can 
vary from a patient who crash landed into 
dialysis, was petrified at the thought of 
having to dialyse and really had not under-
stood what had initially been told to her 
by nursing staff or doctors, to a patient 
starting on peritoneal dialysis who never 
understood what was involved and had 
no idea about how much space all of the 
materials would take up in her home. 
And there are others with concerns.

Patients can know that the KPA makes 
sure that the renal team gets to know ev-
erything that these patients have experi-
enced.  We have no doubt that most if not 
all these patients have been told in the 
main what to expect.  However, what is 
clear is that clinicians have to take more 
time to make sure that patients get over 
their initial trepidations and clinicians 
and nurses must recognise when some 
patients need more and repeated help.  
We understand that nursing staff are 
under pressure but it’s really important 
that they remember to show empathy for 
patients who clearly aren’t happy or are 
confused.  By making this work, patients 
will be happier and nurses will feel better 
rewarded by having happier patients. 

RFHKPA Update
By David Myers, President RFHKPA, Governor Royal Free London NHS
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First Royal Free 
robot-assisted kidney transplant

The RFH has become one of the first 
hospitals in the country to carry out 
a kidney transplant with the help of a 
surgical robot.

Two patients received kidney transplants 
at the end of last year with the help of the 
Da Vinci Xi robot – a £2 million surgical 
robot which until now has been used for 
kidney cancer surgery.  Robotic surgery 
consultant Ravi Barod, and consultant 
transplant surgeon Neal Banga, have 
been working together for the past six 
months to enable this new type of surgery 
to take place at the RFH for the first time.

Innovative surgery
Robotic surgery allows the donated 
kidney to be transplanted into the recipi-
ent patient using keyhole surgery.  This 
means that the patient has a much 
smaller wound compared to a traditional 
open kidney transplant, with a lower risk 
of complications, such as infection, which 
is a particular risk for transplant patients 
as they take immune-suppressing 
medication after their operation.

In the future, the surgeons hope that this 
technique can be used for overweight 
patients who would not otherwise have 
been suitable for an open kidney trans-
plant.

Neal, who has been a consultant trans-
plant surgeon for five years, said:  “I am 
really pleased with how the operations 
have gone and I’m proud of what the 
team has achieved.  Everyone worked 
together to get this right for our patients 
– the surgeons, the nurses and the an-
aesthetists.  We hope to carry out 10-15 
robot-assisted transplants this year.”

Improving 
patient experience

Vinod Patel was one of the two patients 
undergoing the kidney transplants – 
receiving a kidney from a family member. 

The donor operation is routinely 
performed using keyhole surgery, but 
using keyhole surgery for the recipient 
operation is a new surgical technique that 
has only emerged in the last few years.

Vinod, 46, from north London, said the 
recovery time was much shorter than he 

had initially expected.  “The confidence 
I had in Neal Banga and Dr Ahlawat 
definitely made it less stressful for me,” 
said Mr Patel.  “Because the actual cut is 
smaller, I am recovering more quickly and 
I didn’t need as many painkillers.  I just 
needed some paracetamol for the first 
few days after the operation.”

Preparing for surgery
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With the Da Vinci Xi surgical robot: surgery team (from left) Sam Aleebux, Ravi Barod, Pedro Silva, 
Neal Banga and Tana Tanabalan with the Da Vinci Xi surgical robot.

From left: Surgeon Ravi Barod, senior theatre nurse Angeline Shoniwa, patients Vick Patel 
and Angelika Jakowlew, and surgeon Neal Banga 
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A Metropolitan Police officer 
has given the ultimate gift to his sister

-in time for Christmas

Tristan Hunter, 32, donated one of his 
kidneys to his 38-year-old sister Amy Hen-
nessey, a primary school teacher from 
Enfield, whose own kidneys were 
damaged as a baby.

Following the successful procedure at 
the Royal Free Hospital, the siblings were 
able to enjoy a healthy and happy Christ-
mas at their parents’ home in Coventry.

The brother and sister had agreed to have 
the nine-hour double operation, carried 
out by surgeons Colin Forman and Bimbi 
Fernando, documented in real time via 
the Twitter account of the Royal Free 
London NHS Foundation Trust on Decem-
ber 20th 2016.  Throughout the day, the 
trust tweeted footage and photos from 
inside the operating theatre.

Amy said she was incredibly grateful to 
Tristan for donating his kidney to her. 
“I am completely overwhelmed by what 
Tristan has done,” she said at the time. 
“It’s amazing – I am going to have to get 
him something really special for Christ-
mas in return!”

Amy suffered reflux as a baby, which 
badly damaged her kidneys.  Over the 
years her kidney function had deteriorated 
and when she was pregnant she suffered 
renal failure and had to have her twin 
boys – who are now 10 years old – 

      

delivered at 29 weeks.  Although her 
kidneys recovered slightly, their func-
tion continued to decline and without a 
transplant she would soon have needed 
dialysis.

Different members of the family were 
tested to find out if their tissue types 
matched with Amy’s – the better the 
match the more likely the transplant will 
succeed.  Luckily, the results revealed 
that Tristan was a 100% match.
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Following her operation Amy said: “I feel 
amazing – I can’t remember when I felt 
this well. I’ve got more energy, I just feel 
so much healthier.”

Tristan, from Swanley in Kent, said it 
wasn’t a difficult decision to donate his 
kidney to Amy.  He said: “I knew that I 
wanted to do it, but I did start to feel 
nervous the closer we got to the opera-
tion – it started to hit home what we were 
going through.  But the whole operation 
wasn’t as bad as we thought it was going 
to be.  I thought it was going to be really 
painful, but it wasn’t too bad and the 
doctors and all the staff were amazing.”
Tristan said he wanted to have the opera-
tion before his wife gave birth to their 
first child, which was due in March.  “We 
wanted it to be done before the birth so 

I am fully recovered,” he said.  “It’s all 
gone as well as could be expected so the 
whole family is really pleased.  We can all 
enjoy a great Christmas together.”

Neal Banga, the service line lead for kid-
ney transplant surgery, said:  “It’s great 
that Tristan has generously donated his 
kidney to Amy and that they are both now 
recovering well.  We are really proud of 
the kidney transplant service here at the 
Royal Free Hospital, where we carry out 
around 120 transplants a year.”

“I’m delighted Amy and Tristan have 
allowed us to follow their operations on 
Twitter and, in the process, publicise 
organ donation.  In this instance, Tristan 
was able to donate his kidney to Amy but 
not all patients have this option available 

to them, so I would like to encourage ev-
eryone to join the organ donor register.”

Neal Banga
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Renal diet recipes
David Myers and Kerstin Rodgers

I attended the Renal Recipe Swap at the Tate Modern on 
March 5th and was impressed by the amount of thought 
kidney patients had been putting into creating recipes to 
make meals as interesting as possible.

The weekend event was organised by Vital Arts and Central 
Saint Martins, exploring the challenges and possibilities of a 
restricted renal diet and in particular bringing the cooking tips 
of a dialysis patient to life.  Recipe cards, created by the patient 
community at the Royal London Hospital, were showcased.  
The event also provided a friendly environment in which to 
exchange tips and ideas on how to create fl avoursome meals 
within the limitations of a renal diet.

The two organisations plan to progress this project into a Com-
munity Dialysis Cookery Book.

Vital Arts is the arts organisation for Barts Health NHS Trust, 
charitably funded to deliver arts projects for the wellbeing of pa-
tients, staff and the wider hospital community. www.vitalarts.
org.uk

Central Saint Martins (University of the Arts London) is one of 
the world’s leading centres for art and design education. This 
project is led by Graphic Communication Design lecturer Luise 
Vormittag who worked with MA Graphic Communication Design 
students Eva Afi fah Rd, Savannah Bader and Daniela Barbeira 
on the event at Tate Exchange.
www.arts.ac.uk/csm

I was also inter-
ested to fi nd out 
more about Kerstin 
Rodgers who has 
a blog called Ms. 
Marmite Lover.
These recipes ap-
pear on her blog 
http://www.
msmarmitelover.
com

“I’ve been working 
with Vital Arts to 
create vibrant tasty 
recipes for renal 
patients, people on 
dialysis.  Dialysis is 

a full-time job; people with kidney failure must go in to the renal 
ward for up to fi ve hours, three times a week.  Work is diffi cult 
and holidays are virtually impossible.  The patients are tired all 
the time. Dialysis, while keeping them alive, is exhausting: you 
have all your blood taken out, cleaned and put back in.  During 

the process, you feel at your most vulnerable, the life blood is 
literally being drained out of you.  Many renal patients have dia-
betes.  There aren’t enough kidneys for transplant.  Immediately 
after my visit, I signed up online to donate my organs.”

Most of the patients on the dialysis ward at the Royal London 
Hospital, are from ethnic minorities: African, Caribbean and 
from the Indian sub-continent.  One of the reasons for this is 
that there are fewer donated organs from ethnic minorities and 
cross-racial organ donation often don’t match for both blood and 
tissue types.  Ethnic minorities wait longer for organ donation 
and spend longer, often years, on dialysis. 

The renal diet can be restrictive.  Limited potassium, no added 
salt, and about half a litre of liquid a day, as when the kidneys 
have shut down they cannot process the excess liquid.  Reduced 
potassium means, for instance, avoiding bananas and yams, 
few nuts, few tomatoes, a tiny amount of coconut milk.  Pota-
toes and vegetables should be boiled and drained to reduce 
their potassium content. 

The people on the ward tend to go in for dialysis with the same 
people, on the same shift, every week, so they get to know each 
other really well.  They develop close relationships, especially 
those who are picked up and dropped off by NHS transport, 
spending three days a week with each other.  One of the favou-
rite topics of conversation is food, so Vital Arts asked me to 
create some recipe cards of dishes that they could eat.  The 
offi cial NHS diet sheets tend to feature British food; in fact the 
over-boiled, bland food that the British have been trying to move 
away from, is exactly what a renal patient should be eating.  But 
as dialysis patients come from different cultures, they want 
more inspirational recipes, dishes they can salivate over.  At 
the same time the recipes should be fairly simple, for people on 
dialysis have little energy to cook. 

Shamim’s Chicken 
Tagine with ras el hanout

Kerstin Rodgers
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Shamim, 54, is originally from Pakistan.  She’s been in the UK 
for 35 years.  She has been on dialysis for one year now.  Her 
daughter and her daughter-in-law, from Dubai, cook for her but 
are careful to comply with her diet.

This is a recipe from her daughter-in-law. It’s spectacular, a 
feast for a family and uses a North African cooking pot called a 
tagine.  This is shaped like a cone, condensation runs up the 
insides and back down into the food.  If you don’t have one, you 
can use a shallow casserole dish with a lid or, as many modern 
North Africans use, a pressure cooker.

Serves 6 people

1 tbsp of olive oil
1 medium chicken, jointed, cleaned
1 onion, sliced
3 cloves of garlic, minced
5 carrots, boiled for 10 minutes, then sliced. Water discarded
A pinch of saffron, ground
Juice of half a lemon
1 tbsp of ras el hanout spice mix (can be bought but recipe 
below)
3 black olives, stoned
handful of fresh fl at leaf parsley, picked off the stems
150ml of water

Garnish with fresh parsley and or dried rose petals 

Ras el hanout spice mix
This can be ground 
and used for several 
weeks if kept in a 
dry place.  Every 
Arabic shop has it’s 
own spice mixture.  
Here is a standard 
approximation of 
this recipe. Ras 
el hanout means 
from the best in the 
shop. 

2 sticks of cinnamon,
10 cloves
1 tbsp of coriander seeds
1 tbsp of cumin seeds
1 tbsp of fenugreek seeds
1 tbsp of fennel seeds
1 tbsp of brown mustard seeds
2 tbsp of dried rose petals

Dry roast all of the ingredients except for the rose petals in a 
heavy bottomed frying pan, making sure you do not burn the 
spices. You want the oils and fl avours of the spices to emerge.
Then grind all of the ingredients in a powerful blender or a pestle 
and mortar. 

Method for the tagine:

Heat up your tagine or shallow casserole on a medium heat 
and when it has reached temperature, turn down the heat to 
low.  First brown the chicken pieces in the oil, then place all the 
ingredients in the tajine, in order, with the chicken on top in your 
cooking vessel.  Cook for about an hour.  If cooking in a cas-
serole, fi rst brown the chicken pieces in the oil, then layer up 
the casserole dish and bake at 160º for 1 hour 15 minutes.  (If 
using a pressure cooker, follow the manufacturers’ instructions).

Garnish with parsley and rose petals. Serve with couscous.

Selina’s Bangladeshi 
Fish Curry

Selina is 48, originally from Chitagarh in Bangladesh.  She has 
been on dialysis for just over a year.  She’s been in the UK for 
25 years.  This is a favourite dish of hers, from her country.

Serves 2

1 tbsp sunfl ower or olive oil or mustard oil 
1 tbsp of turmeric powder
400g of tilapia fi llets, washed and patted dry with kitchen paper
1 tbsp of vegetable oil
A pinch of red chilli powder (optional)
1 bay leaf
4 green cardamom pods, crushed
1 tsp of cumin seeds
2 cloves garlic, minced
1 brown onion, fi nely diced
1 whole green chilli, deseeded, sliced thinly
1 thumb of fresh ginger, peeled and fi nely chopped
1 tsp of ground coriander
1 tsp of ground cumin
1/2 tsp of turmeric powder
2 tomatoes, chopped fi nely
a handful of fresh coriander leaves, picked from their stems
Juice of half a lime.
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Selina’s Bangladeshi Fish Curry continued
Rub the turmeric powder and oil over the fi sh fi llets and leave to 
marinate for ten minutes.  Pre-heat the grill and grill the tilapia 
fi llets until golden on each side. Handle them gently as you do 
not want the fi llets to break up.  Once cooked, lift out the fi llets 
and set aside.  In a frying pan, fry the oil, red chilli powder if 
using, the bay leaf, green cardamom, and cumin seeds.

Add the garlic, onion, ginger and green chilli, then add the 
ground coriander, ground cumin and turmeric powder.  Stir on 
a medium heat for fi ve or so minutes, then add the tomatoes.  
Cook for another fi ve to ten minutes then add the tilapia 
fi llets.  These should take around fi ve or so minutes to cook.  
Garnish with coriander and a squeeze of lime.

Serve with chapatti

Kalla’s Kiri Hodi 

Kalla, 51, was brought up in Sri Lanka and Malaysia.  She’s suf-
fered from high blood pressure since her early 20s, hence she 
has been on dialysis for four years in the self-care section.

The renal diet means no nuts, no seafood, no aubergines, all 
of which are extensively used in the Malaysian and Sri Lankan 
food of her youth but Kalla occasionally has some as a treat 
when her mother comes to visit.  Asian fruit and vegetables are 
particularly high in potassium.

String hoppers are a kind of steamed rice cake like idli.  One 
requires a mould and a basket or pallet to steam them.  But for 
this recipe, we have used rice noodles or you could serve rice. 

Kalla’s mother makes her own chilli powder.  She grows her 
own chillies and takes it to a local miller, where they grind spice 

mixtures in small batches.
Note: liquid is obviously a problem with the renal diet so only a 
small amount of the Kiri Hodi gravy must be eaten. 
Generally, a dry curry is best for those on dialysis.  This meal 
is eaten for breakfast or dinner.  Hoppers are one of the most 
ancient foods, dating from the 1st century.

Kiri Hodi with String Hoppers or 
rice noodles

Serves 2

String Hoppers
225g of plain fl our or white or roasted red rice fl our (available at 
Indian shops)
A pinch of salt.  335ml of hot water

Kiri Hodi

400g of King Fish
1/2 a red onion, thinly sliced
1 small green chilli, deseeded, sliced thinly
3-4 fresh curry leaves
2 garlic cloves, minced
1/2 tsp ground turmeric
1 cinnamon stick, whole, removed from sauce before serving
1/4 tsp of fenugreek seeds, dry roasted
50ml coconut milk
200ml of soy milk
Juice of half a lime. Garnish: fresh coriander

String hopper method:
Prepare a double boiler/bain marie steamer with hot water - just 
enough water to rest below where you will place the string hop-
per baskets.  Mix the fl our and salt in a bowl then add the hot 
water, mixing it together.  Do the ‘ball’ test. If you can press the 
crumbly dough into a large ball, then you have the right texture.  
It shouldn’t be too wet however.  It is important to knead the 
dough while it is hot.  If the dough is too hot for your hands, 
then empty the dough into a zip-lock bag and knead it with a tea 
towel.
Knead the dough until it is fully mixed with no lumps.  Using 
a string hopper mould, place the dough into the gadget and 
squeeze out the noodles onto the string hopper pallet or basket, 
using a circular motion.  Place the pallets of noodles into the 
double boiler and steam the noodles over the boiling water for 5 
to 10 minutes.

Kiri Hodi method:
Put all the ingredients except for the lime juice in a saucepan on 
a medium heat and let it cook for about 5 minutes.  Then add 
the lime and a pinch of salt, bring up to a boil then switch off.  
Keep stirring and serve with string hoppers.

Vermicelli Rice Noodles:
Soak the rice noodles in boiling water for 15 minutes, then 
serve.
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New AKI app improving patient 
care at the Royal Free

A new app which detects early signs 
of kidney failure is now being used 
to improve care for some of the Royal 
Free’s most vulnerable patients.

Using an instant alert system, the app, 
known as Streams, directs clinicians to 
patients who are at risk of or who have 
developed a serious condition called 
acute kidney injury (AKI).  Within a few 
weeks of being introduced, nurses who 
have been using Streams report that it 
has been saving them up to two hours 
every day, which means they can spend 
more time face-to-face with patients.

AKI affects one in six in-patients and 
is often an indication that a patient 
is deteriorating and needs additional 
care. However, it can be diffi cult to 
detect and treat quickly. 

Streams, which was developed in partner-
ship with technology company DeepMind, 
uses a range of test result data to identify 
which patients could be in danger of 
developing AKI and means doctors and 
nurses can respond in minutes rather 
than hours or days - potentially saving 
lives.  More than 26 doctors and nurses 
at the Royal Free Hospital are now using 

Streams and each day it is alerting them 
to an average of 11 patients at risk of 
acute kidney injury.

Sarah Stanley, a consultant nurse who 
leads the patients at risk and resuscita-
tion team, said: “Streams is saving us 
a substantial amount of time every day.  
The instant alerts about some of our 
most vulnerable patients mean we can 
get the right care to the right patients 
much more quickly.  Instead of spend-
ing time checking a number of different 
systems for information about patients, 
all the information is contained in the 
app, which frees us to spend more time 
delivering face-to-face care to patients.”

Chris Laing, a renal consultant who 
has worked with DeepMind to develop 
Streams, said: “The app is delivering 
cultural change to the way technology is 
being used to improve patient care. The 
technology is no longer passive, but is 
actively helping us to provide better and 
timelier care to patients.  For example, 
recently on one day, the app alerted us to 
11 patients, ranging from a young cancer 
patient to an elderly patient suffering life-
threatening dehydration, who were at risk 

of developing AKI.  These patients had a 
range of different conditions and without 
the app it would have taken our staff 
much longer to realise they were develop-
ing kidney problems.  The app enabled us 
to monitor our patients’ kidney function, 
detect kidney failure early and intervene 
rapidly to manage complications and ac-
celerate their recovery.” 
Over the coming months, Streams will roll 
out to more clinicians at the Royal Free 
and the DeepMind team will be working 
on alerts which will help staff care for 
patients with other serious conditions, 
including sepsis and organ failure.  
A formal service evaluation will be 
carried out to measure the overall impact 
Streams is having.

The fi rst alerts within Streams are for AKI, 
a critical health issue for the NHS.  It is 
thought that the number of extra deaths 
in England each year associated with an 
episode of AKI may approach 40,000. 
The fi nancial burden of AKI on the NHS 
in England alone is also believed to be in 
excess of £1 billion every year, which is 
greater than the annual cost of treating 
breast cancer.

Mamta & Nalini Sharma
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Donating your 
time 

could save lives
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11% of those waiting for an organ nationally are from 
black communities.  Only 0.8% of those enrolled on 
the Organ Donor Register are from black communi-
ties.  Black patients are waiting much longer for a 
kidney transplant.  Nearly 28% of those registered 
for a kidney transplant at the Royal Free are from 
black communities.
(African, African Caribbean or black other)
2015/16 data

We are organising a free one day conference during 
Organ Transplant Week in September 2017 to raise 
awareness about organ donation among the black 
communities served by the Royal Free London hos-
pital.  The conference will provide the opportunity to 
discuss how we can increase organ donation among 
the black communities.

Speakers will include patients, families of donors, 
doctors, nurses and local members of the black 
communities.  And there will be guest entertainment 
and well-known local personalities

We need your help to share your experience:

• From members of the black community 
 who have received an organ from a 
 deceased donor

• From black family members of those 
 whose loved ones have donated organs 

• From black patients on the transplant 
 waiting list 

• From members of the black 
 community interested in promoting 
 organ donation

• From local black leaders to offer their 
 support 

• From anyone interested in 
 attending the day conference

Please contact us by email 
(royalfreeorgandonation@gmail.com)

The Royal Free 
Organ Donation Team

Progress in organ donation starts 
with you donating your time

The shortage in organs is particularly high among black communities



14 RFHKPA APRIL 2017

How I manage pain during dialysis
By Sonja Phillips

I hope by telling my fellow patients about 
how I manage pain during my dialysis 
treatment sessions that it may help oth-
ers to be inspired.

I have completed eight years on haemo-
dialysis, surpassing the fi ve years that I 
spent as a diabetic with end stage chronic 
kidney disease. 

We have found methods to 
divert our attention

There is a lady in my unit (Mary Rankin) 
who has surpassed 10 years on perito-
neal dialysis as a non-diabetic, and a lady 
at my previous unit (Tottenham Hale) who 
has spent at least 16 years on haemodi-
alysis, both as a non-diabetic and now as 
a type 2 diabetic, primarily due to her age. 
We spent Christmas and New Year with 
nurses, Thelma, Andreas and Richard in 
the Royal Free Hospital dialysis unit.  We 
all experience pain during the session 
itself but we have found methods to divert 
our attention from it so that we can cope 
and surpass the peak pain response. 

We read, solve puzzles, do embroidery, 
knit, sew, complete art therapy colouring 
books, watch TV, make phone calls to 
loved ones, Skype relatives and friends 
across the globe.  I call Austin in Texas, 

Brisbane and Athens, to keep up with 
relatives and it makes you more relaxed, 
being in their lounge instead of focussing 
on the whirring and beeping sounds from 
the machines. 

Plenty of options
Having psychological talks also passes 
the time and diverts our attention.  I 
personally enjoy seeing doctors at my 
regular check-ups.  Home haemodialysis 
is also an option, following training at 
Royal Free Hospital and the Mary Rankin 
unit. Holiday dialysis can also work a treat 
whether in the UK or overseas (you need 
an EHIC card for holidays in Europe, which 
you obtain from your local post offi ce). 
Enjoy and help your body eliminate pain!

I hope to take my kids to Orlando in 
September. We are aiming for Disney and 
NASA. I used to live there and I dialysed 
in Miami.

I am running the London Marathon 
for RFHKPA because the Royal Free 

gave my dad his life back
By Nick Jones

The Royal Free Hospital performed an 
amazing kidney transplant operation for 
my dad, Tony Jones, just over three years 
ago.

If it wasn’t for the selfl ess act of my dad’s 
donor and the doctors at the renal unit, 
my dad wouldn’t be enjoying new sports 
like golf, swimming regularly and taking 
Harvey the dog for his long walks.

So I am training hard with plenty of advice 
from my auntie Jo (who previously raised 
funds for the RFHKPA) for the Virgin 

London Marathon on 23rd April.  

A small donation would really help the 
many dialysis patients, along with their 
families at the Royal Free, to get through 
a very worrying and traumatic time.  You 
can donate by going to or clicking on the 
link below.

Thank You - Nick

www.justgiving.com/fundraising/Nick-Jones52
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Live Donor Advocate Project
Getting help with finding a live kidney 

By Jeff Cove, Royal Free Consultant Psychologist

What is the aim of this new project?
This project aims to increase the number 
of live donations taking place here by 
generating more interest and enquires 
from potential live donors.

We know that the number of people
needing a kidney transplant continues
to grow each year although the amount
of deceased kidney organs available for
transplantation keeps relatively stable.
Finding new ways to increase the number
of organs available for transplant is a
growing challenge.  Increasing the number
of live kidney donors is one of the main
ways of achieving this.

What is the main problem this
project aims to overcome?

We know it’s really hard for those who
need a transplant to ask others to 
consider being donors. 60% of those 
who needa kidney never ask anyone.  We 
know that patients can face considerable 
barriers such as discomfort initiating a 
request of this kind, apprehension asking 
someone directly if they will donate an 
organ and not knowing enough about 
what happens in the whole live donation 
process.

Johns Hopkins University Medical Centre,
a leading American transplant centre,
found that, if the task of asking is given
to someone else, a live donor advocate,
then five times as many live donation
enquires were generated and the number
of live-related transplants there increased
significantly.

Who could be my Live 
Donor Advocate?

This is a person identified by the patient
who will help in finding a potential donor
and who will be supported by us with
training, educational materials, business
cards and other resources.

The aim is to enable the Live Donor
Advocate to become confi dent in starting
conversations and increasing awareness
about kidney disease and the possibility
of live donation in the patient’s social
circle.  Advocates are often a spouse or
partner but they can be other members
of the family, friends or work colleagues.
They may have already donated a kidney
before or be someone who cannot donate
for medical or other reasons.  Our only
requirement is that they be at least 18
years of age and able to come to our
discussion meetings.  If a patient cannot
identify a live donor advocate, we may be
able to pair them with someone who can
act as their advocate.

How we will support the
patient and their Live Donor

Advocate
Primarily, our support will be offered
through six seminars to be held on a
monthly basis.  Each one will cover a
different topic geared to helping the Live

Donor Advocate and their patient identify
and approach suitable live donors.
Using the help and information we will
share; each live donor advocate will begin
approaching potential live donors.  We
will ask the advocate to keep a monthly
record of progress so we can identify
what worked well and what further help is
needed.

How do you think this might
work here in the UK?

This is a good question and the short
answer is that we do not yet know.  Whilst
the results from the Johns Hopkins study
are encouraging enough for us to try this
approach here, we know that the USA
has both a different general culture than
us, perhaps where it’s easier to ask for
things directly, and where there are 
different ethnic cultural contexts too. 
Rather than delay, we want to learn 
as we progress this project by seeing 
what works here and what might need 
adapting.

How can I find out more?
To be part of
the project or
for more 
information
please contact:

Dr Jeff Cove,
Consultant
Psychologist

Email:   j.cove@nhs.net
Phone: 020 7794 0500 Ext. 37571
Please download a copy of our leaflet:
What is a Live Donor Advocate and How
Can I Find My Own Advocate?
using the link below

https://www.dropbox.com/
home?preview=Live_donor_advocate_
leaflet.pdf

Jeff Cove
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‘Th e Good, the Bad & the Ugly’ 
about Clean Eating

By Jacqueline Gandy and Rebecca Walker, Specialist Renal Dietitians, Royal Free London

Dietitians have historically recom-
mended that for the majority of the 
‘healthy’ population, a range of foods 
from the main food groups should 
be included to make sure you have 
a balanced diet.  A balanced diet 
will ensure that requirements for all 
nutrients are met to stay healthy and 
maintain a healthy weight but it is 
also important that people enjoy their 
food.  ‘Everything in moderation’ is a 
good principle to follow.

Should we all be eating clean?
The start of every year often brings with 
it a host of articles, news stories and 
media posts about the latest diet fad 
that will help you lose weight, detoxify or 
improve health.  Over the last couple of 
years there has been a rise in the con-
cept of ‘clean eating’ which purports to 
do just that.  But what is it?  The original 

concept of clean eating was to reduce 
the amount of processed or junk foods 
we consume and increase our intake of 
unprocessed wholefoods. 

However, due to the rise of easy-on-the-
eye food bloggers and diet-obsessed ce-
lebrities this message has gradually been 
distorted and now involves a host of other 
dietary restrictions - commonly cutting out 
grains, gluten and dairy.

With the increasing amount of information 
out there it can be diffi cult to know what 
to believe and what is good for us to lead 
a healthy lifestyle.  Whether you are look-
ing to lose weight, improve your health 
or increase your energy levels, you need 
to know if advice is based on scientifi c 
evidence or whether you are more likely to 
just lose £££s rather than pounds.  
Here are thoughts on the latest 
food trend.

Good elements of 
eating ‘clean’

The concept of ‘clean eating’ and rise 
of the health coaches and food bloggers 
have encouraged us to think about the 
food we buy and what effect this may 
have on our bodies.  Awareness of our 
diet is a good thing!  

Food bloggers, Jasmine & 
Melissa Hemsley

Dietitians may need to adapt this for people who are managing certain conditions
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Information about ‘clean diets’ on the 
internet and social media includes a 
plethora of quick and easily available 
recipes.  These provide ideas about how 
we can introduce variety into our diets, 
how to use more unusual ingredients or 
how to use basic ingredients in a more 
interesting way.  Many of the foods and 
recipes include unprocessed and fresh 
ingredients.  Using these recipes can help 
reduce our reliance on ready-prepared 
and processed food which we often turn 
to when we are tired, short of time or 
where we may lack confi dence in cook-
ing.  Ready-prepared and processed 
foods have salt added and decreasing our 
intake of these foods will help to reduce 
our intake of salt signifi cantly.  This is 
incredibly important for people living with 
kidney disease.

Th e ‘bad’ and the ‘ugly’

Unfortunately, many of the people who 
promote ‘clean eating’ also promote the 

benefi ts of avoiding whole food groups 
such as dairy, grains, and meat and fi sh 
as well as limiting processed food.  They 
maintain that avoiding these food groups 
help to maintain a healthy lifestyle.  Some 
even claim it has helped cure certain 
diseases for which there is no scientifi c 
evidence.  This is severely dangerous as 
well as misleading!

Gluten and carbohydrates are often 
painted as the enemy; however, it is good 
to know only around 7% of the population 
have intolerances to gluten.  The British 
Dietetic Association (BDA) argues that 
carbohydrates are crucial and should 
make up half of each meal.  Its research 
suggests carb-free diets “don’t seem to 
help people lose weight and keep it off”.  

Carbohydrates are our main source of 
dietary fi bre, several B vitamins (Thia-
mine, Ribofl avin, Niacin and Folic Acid) as 
well as the important minerals Magne-
sium and Selenium.  Dairy foods are our 
main source of calcium in the diet and an 
important source of protein, vitamin D, 
Vitamin B2 (Ribofl avin) and Vitamin B12. 
The reason for having a variety of food 
in our diets is to ensure that we meet 
our bodies’ requirements for all these 
nutrients.

Overall Verdict
Dietitians agree that by limiting the 
amount of processed foods we eat and in-
creasing the intake of unprocessed foods 

can help promote a healthy lifestyle (this 
is something we have been talking about 
for ages!).  However, avoiding certain food 
groups, (unless medically advised) such 
as dairy and wholegrains can be harm-
ful as well as expensive and may lead to 
nutritional inadequacies.  There has been 
no scientifi c evidence proving the health 
benefi ts of excluding these food groups 
or that it is any better for you than the 
current healthy eating advice given by the 
NHS.  In fact, for people living with long-
term health conditions, following these 
extreme diets can be particularly harmful.

If you have been advised to follow certain 
dietary restrictions such as potassium 
and phosphate as part of your kidney 
disease management, these must be 
taken into account when embarking on 
further dietary changes. 

Remember we might not look as 
glamorous as those people you 
see in the magazines, on the TV or 
Instagram, but dietitians are the only 
qualifi ed health professionals that as-
sess, diagnose and treat dietary and 
nutritional problems at an individual 
and wider public-health level.  Unique-
ly, dietitians use the most up-to-date 
public health and scientifi c research 
on food, health and disease which 
they translate into practical guidance 
to enable people to make appropriate 
lifestyle and food choices.

Dietitians are the only nutrition 
professionals to be regulated by law, 
and are governed by an ethical code 
to ensure that they always work to 
the highest standard. 

More information on new diets and 
trends can be found on the British 
Dietetic Association Website, 
https://www.bda.uk.com.
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Dialysis Away from Base (DAFB)
Frequently Asked Questions

Q: Who is this guidance for? 
A: This guidance relates to patients 
living in England only (or registered with 
an English GP), who are on some form 
of dialysis treatment.  If you live outside 
of England (or are registered with a GP 
outside of England) then you will need to 
ask your renal team to find out how to 
organise your dialysis away from base. 
‘Base’ refers to the place where a patient 
normally has their dialysis treatment. 

Q: Is it easy to organise to 
have DAFB? 
A: Whilst it does take some planning for 
DAFB to take place, the renal team will 
be able to help you with organising DAFB 
and there are some useful websites and 
telephone numbers at the end of this 
paper that will help.  It is best to give as 
much notice as possible before you plan 
to go away.  This is usually a minimum 
of four weeks for within the UK and three 
months if outside of the UK.  Due to the 
risk of passport issuing delays, it is also 
advisable to make sure that you have all 
the relevant travel documents needed for 
travelling abroad in plenty of time before 
arranging visits to other countries. 

Q: Will I have to pay for my DAFB? 
A: No, not in an NHS unit in the UK, nor 
in those private units with which the NHS 
has made an agreement to pay, but you 
will of course have to pay for your travel 
and accommodation costs.  If the unit is 

private you will need to check that they 
have an agreement with the NHS, and 
that that the NHS will therefore pay. 
For outside of the UK the rules on 
whether you have to pay are different, 
depending on where you dialyse. 
The European Health Insurance Card 
(EHIC) card allows you to access state-
provided healthcare in all European 
Economic Area (EEA) countries. The EHIC 
is available free of charge at the following 
web site https://www.ehic.org.uk/
Internet/startApplication.do or phone 
0300 3301350

However, please be aware, that in some 
countries, for example, France and Swit-
zerland there may be a percentage pay-
ment system.  It is therefore important to 
check this before you confirm the booking 
for your stay.  The following website will 
have up to date information available. 
http://www.nhs.uk/nhsengland/
healthcareabroad/plannedtreatment/
pages/introduction.aspx 

This will mean that you will need to pay a 
proportion of the cost of the provision of 
holiday haemodialysis. 
If the renal unit you will be using within 
the EEA is not a state-provided renal unit 
you will need to pay for the dialysis treat-
ment sessions yourself.  However, if this 
is the case, you will need to apply before 
you go away for a partial or full refund 

from the European Cross Border Health-
care team of NHS England at 
nhscb.europeanhealthcare@nhs.net 
under a European directive known as 
Article 56.  You can expect to be refunded 
up to the cost of what the National Health 
Service (NHS) pays for dialysis but you 
will only receive this refund after you have 
been away.  Applying before will help you 
to understand the amount to be refunded, 
and it is likely that the amount will not 
cover the cost of the holiday dialysis.  
This will mean that you will need to pay 
the excess costs as the cost of the dialy-
sis will probably be more than what the 
NHS pays for dialysis.  You will need to 
forward the original receipts and proof of 
payment when you come back in order to 
receive the refund. 

There are a number of other countries 
with which the UK has a reciprocal health-
care agreement.  Please check the follow-
ing website link for the countries.  Treat-
ment must be arranged in advance, at a 
state dialysis centre.  In most cases, this 
will either be free or at a reduced cost to 
the patient.  You will need to check before 
you confirm your booking if there are any 
additional charges for you. http://www.
nhs.uk/nhsengland/healthcare-
abroad/countryguide/noneeacoun-
tries/pages/non-eeacountries.aspx 



For haemodialysis outside of the EEA or 
a country with a reciprocal healthcare 
agreement, you will be expected to pay 
the full cost of the treatment. DAFB out-
side of EEA or reciprocal countries may 
not be regulated by a country’s health 
policy, and you will need to make checks 
about the quality of the service.  Before 
you book your dialysis you need to check, 
for example, the type of dialysis service 
provided, the number of doctors and nurs-
ing staff, machines, back up machines 
provided, and the experience of the renal 
team in providing dialysis.  For some 
destinations it may be wise to take some 
of the consumables used in dialysis with 
you and this needs to be agreed with your 
usual renal unit. 

Q: Can I have cruise-ship holiday 
dialysis? 
A: Yes, subject to clinical approval.  If 
the cruise (river or ocean going) is within 
the boundaries of, or the majority of the 
cruise ports of call are to an EEA coun-
try or a country with which the UK has a 
reciprocal agreement, then you can be 
reimbursed up to the cost of the NHS 
tariff.  You will need to get approval from 
your renal team before you go on your 
cruise for the reimbursement as they will 
refund you on your return.  This will help 
you to know how much of the cost of the 
dialysis on the cruise will be paid to you 
as it may not cover the total cost of the 
dialysis.  You will need to forward receipts 
and proof of payment when you return. 
DAFB on a cruise ship is classed as being 
outside of EEA or a reciprocal country and 
therefore may not be regulated by a coun-
try’s health policy.  You will need to make 
checks about the quality of the service 
before you book your dialysis on a cruise 
ship.  You could check, for example, the 
type of dialysis service provided, number 

of staff, machines, provision of back up 
machines, and the experience of the renal 
team in providing dialysis etc.  You also 
need to make sure that the cruise com-
pany has your clinical information, and 
will also update your renal team on the 
dialysis treatment you received on your 
return.  You must have adequate travel 
insurance to cover you whilst on a cruise 
ship as NHS England will only pay up to 
the cost of the renal dialysis tariff and will 
not pay for any other health care costs. 
For cruises outside of these countries 
you will have to pay for the total cost of 
dialysis yourself. 

Q: Will I get my usual transport 
to and from dialysis? 
A: You will need to check that there is 
transport available at the unit that you 
are planning to use for the times that 
you will be dialysing there.  If you meet 
the eligibility criteria for having transport 
provided to and from dialysis sessions 
at your home unit, you may be able to 
receive this transport free of charge but 
this is in England only.  Your renal team 
can help with finding out about what the 
transport arrangements are before you 
book your DAFB. 

Q: Can I dialyse at a private dialysis 
facility in England. 
A: Yes, but only free of charge so long as 
that private facility has an agreement with 
NHS England. 

Q: Can any dialysis patient 
go on holiday? 
A: No.  A decision has to be made 
whether a patient is suitable to dialyse 
at another facility and whether they are 
clinically well enough to travel (e.g. a 
patient with complex needs who normally 

receives haemodialysis at a main renal 
centre would not usually be able to dial-
yse at a nurse led satellite unit). 

Q: As a patient, can I arrange dialysis 
away from base myself? 
A: We advise patients to make use of 
their ‘holiday coordinator’ or named nurse 
when arranging DAFB. Freedom Dialysis 
may be able to offer some practical ad-
vice and find a slot within the UK through 
their ‘swap’ scheme www.dialysisfree-
dom.co.uk.  They also provide help and 
information on DAFB outside of the UK. 

Q: What happens if I cannot get 
dialysis where I want it? 
A: Unfortunately dialysis capacity at some 
locations is scarce and you may have to 
consider looking at dialysis further away 
from your initial destination, so we advise 
booking as far in advance as possible. 

Q: How often can I have DAFB? 
A: There is unrestricted access to DAFB, 
subject to availability etc and as long 
as you are considered suitable and well 
enough to dialyse at another facility.  The 
frequency and length of sessions of DAFB 
may be different from your normal routine 
and this is something you will need to 
understand before you confirm your DAFB. 

Q: Will I be suspended from the 
transplant list if I go on holiday? 
A: You may be suspended from the 
transplant list if you travel to a location 
outside the UK where getting back quickly 
enough to your Transplant Centre will be a 
problem.  This may also be the case if the 
location within UK is in a location from 
which getting back quickly enough will be 
difficult, such as the highlands of Scot-
land.  You will need to speak to your renal 
team to find out if you will be suspended. 
It is important that the donor co-ordinator 
is aware that you will be away and where 
you will be.  If you have been away to a 
country that is deemed as high risk of 
blood borne viruses, such as hepatitis B, 
you will be suspended from the transplant 
list for three months after you return.  It 
is important that you update the trans-
plant co-ordinator if your plans change 
and to confirm on your return that you are 
re-activated on the transplant list, follow-
ing general health and infection control 
checks being completed. 
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Q: Are there any specific policies in 
place for infection control? 
A: Yes. The Department of Health up-
dated guidelines in 2010, with a specific 
mention of Blood Bourne Viruses (BBV) 
and DAFB; and some units/regions have 
their own additional policies.  These will 
only apply to United Kingdom (UK) and 
although other countries will have similar 
guidelines these may not be as strict as 
the UK guidelines.  There is a particular 
risk of BBV in South East Asia, Africa and 
the Middle East. To find out more about 
this you will need to see your renal doctor 
or nurse. 

Q: What should I do about 
medication? 
A: It is advisable to plan what medica-
tions you will need to cover your stay and 
take those with you.  If travelling by plane 
you should consider putting your medica-
tions in your hand luggage and check with 
travel providers what their policies (if any) 
are on carrying/declaring medications 
and medical equipment.  If you are able 
to carry a repeat prescription with you 
that should provide practical evidence.

Q: Do I need travel insurance? 
A:  Yes. It is very important that you 
have comprehensive travel and medical 
insurance to cover you whilst you are 
away from the UK.  The potential charges 
that you would have to pay if you required 
any additional medical treatment whilst 
away could easily run into thousands 
of pounds.  It is important to check the 
small print for any exclusions that may 
apply for health care abroad that is 
covered under the insurance policy. 
In the light of the current passport 
issuing delays, it is important to ensure 
all relevant travel documents needed for 
travelling abroad are obtained or are up 
to date before arranging visits to other 
countries. 

Q: Am I allowed to take the dialysis 
equipment I need on the plane with 
me? 
A: By equipment this includes dialysis 
machines and also any dialysis consum-
ables you may have been given to use 
whilst you are away.  Under European 
law, disabled people and other people 
with reduced mobility have legal rights to 

assistance when travelling by air. Regula-
tion (EC) No 1107/2006 sets out two 
essential goals: first, preventing unfair 
treatment, that is refusal of carriage 
on the basis of reduced mobility and, 
second, guaranteeing the provision, free 
of charge, of the assistance that passen-
gers with reduced mobility need to have 
for air travel. 

Q: What assistance am I entitled to 
when travelling by air? 
A: The following services should be avail-
able at all European airports for persons 
with a sensory, physical or learning 
disability which affects mobility when 
using transport: 

• Facilities to summon assistance at  
 designated arrival points, such as  
 at terminal entrances, at transport  
 interchanges and in car parks 

• Assistance to reach check-in 

• Help with registration at check-in 

• Assistance with moving through the  
 airport, including to toilets if required 

• Help with getting on and off the plane 

•Free carriage of medical equipment  
 and up to two items of mobility 
 equipment 

• A briefing for you and any escort or  
 companion on emergency procedures  
 and the layout of the cabin 

• Help with stowing and retrieving 
 baggage on the plane 

• Assistance with moving to the toilet  
 on the plane (some planes will have an  
 on-board wheelchair) 

• Someone to meet you off the plane  
 and help you reach connecting flights  
 or get to the next part of your journey 

This means that if you are flying within the 
EEA you will not be charged for carrying 
your dialysis equipment with you.  If you 

are flying outside of the EEA you will need 
to check in advance who you are travelling 
with as the companies have different poli-
cies and they may charge you. 

Below are some useful websites and 
contact telephone numbers:- 
British Kidney Patient Association
(for assistance with holiday grants). 
www.britishkidney-pa.co.uk 
Tel. 01420 541424

Freedom Holidays
(for dialysis ‘swap’ scheme information). 
www.dialysisfreedom.co.uk 
Tel. 01509 808668 
and 
www.holidaydialysis.co.uk 
Tel. 01509 815999
(for details of holiday destinations with 
dialysis facilities)

National Kidney Federation
(for general advice and information 
including travel insurance companies)
www.kidney.org.uk 
‘Helpline’ 0845 6010209
Calls to this number from UK landlines 
are free of charge. 
Opening hours. 9 am to 5 pm Monday to 
Friday

Global Dialysis 
(for information and patient feedback on 
dialysis units around the world) 
www.globaldialysis.com

The above answers were part of 
DAFB advice 2016.  To be sure none 
of these answers are affected by the 
UK starting the process of departing 
the EU, please double check with your 
renal unit travel co-ordinator.
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Travel Insurance for Dialysis Patients

We are often told that dialysis patients 
struggle to find economical travel insur-
ance for their holidays abroad.  We 
usually advise patients to go to the NKF 
website where you will find a list of recom-
mended travel insurance companies. 
http://www.kidney.org.uk/help-and-
info/holidays/holidays-tips-insure

Here is a shortlist of recommended travel 
insurance companies.  We cannot guar-
antee that you will find cheap insurance 
because much depends on your personal 
health situation, but we have found some 
specialist companies where we suggest 
you call or obtain an on-line quotation for 
your chosen destination.

If you suffer from a pre-existing medical 
condition you may find that life insurance 
and travel insurance companies either 
increase the cost of your insurance or 
even decline to offer cover.  By using 
the services of The Insurance Surgery 
you will be guided towards life insurance 
and travel insurance companies who are 

sympathetic to your pre-existing medical 
condition.  This can often result in life 
insurance being offered at a cheaper rate 
or cover being offered when previously 
declined.

www.the-insurance-surgery.co.uk or call 
the Free Quoteline 0800 083 2829

Other Travel Insurance 
companies to call

 
FREE SPIRIT
www.free-spirit.com
Get an instant online quote or
call 0800 170 7704

ALL CLEAR
www.allcleartravel.co.uk
Get an online quote or
call 01708 339026

INSURE AND GO
www.insureandgo.com
call 0330 400 1383

FREEDOM INSURANCE
www.freedominsure.co.uk
For help and advice
call 01223 446 914

INSURANCE CHOICE
http://www.insurancechoice.co.uk
Buy online or call 01926 683 066

JUST TRAVEL INSURANCE
0800 542 7162
www.justtravelcover.com
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On the Toss of a Coin
David Myers, President RFHKPA says 
Michael Wise sent me an advance copy of 
his book and asked me to review it. Com-
ing from a similar background to Michael 
in terms of how I was brought up, how 
relevant I thought religion was to me in 
my teenage years, and the background of 
my family – grandparents from Russia and 
Poland, I was able to relate to Michael in 
many ways.

Michael has an amazing way of remem-
bering such incredible detail about his 
life up to his AKI experience, during his 
time in hospital and how he dealt with the 
experiences of dialysis and transplanta-
tion. His warm, funny, but honest and 
sometimes brutal memories may scare 
some kidney patients, but he has to be 
highly respected for not only producing 
these memories and spending so much 
time talking in presentations about his 
experiences and gratitude for the people 
who looked after his medical care.

Having experienced nine years on dialysis 
and 17 years since my transplant which is 
now “failing”, I found some of Michael’s 
experiences upsetting to the point where I 
had to put the book down but there hasn’t 
been before such a brilliantly descriptive 
story from a kidney patient and by the 
time you get to the end of the book, 
Michael manages to make you feel 
uplifted.

Professor Donal O’Donoghue says 
there is an arbitrariness to life which can 
so easily shift us from one life path to a 
radically different trajectory that is well 
captured in this compelling memoir of a 
devastating illness. Disaster strikes in the 
form of toxic shock, causing acute kidney 
failure. What follows is an existential 
battle against the wide range of unexpect-
ed challenges that is a daily occurrence 
for those who have experienced critical 
illness, and for dialysis patients and their 
families. The kidneys are fascinating 
organs to study: they do so much. When 
they fail, the complications affect every 
system of the body. This book eloquently 

describes what it is like to face that daily 
uncertainty, the importance of family and 
friends and the inner resolve needed to 
‘win’. 

I have been practising and teaching renal 
medicine for over a quarter of a century 
and recognise the struggles of many 
patients in these pages but I have never 
before read such an enlightening account. 
Michael Wise is an expert by experience; 
he is also a gifted writer whose story pro-
vides a deep understanding of what it is 
like to suffer kidney failure. Doctors and 
nurses, patients and carers, indeed all of 
us with an interest in the human condi-
tion have much to learn from this expert. 
The story is ultimately a personal one, 
that’s what makes it a page turner but 
the message is inclusive. We all celebrate 
Michael’s success and, as importantly, 
learn a great deal along the way. 

“Why I wrote this memoir”
Following several lectures to the medical 
profession, I was encouraged by doctors 
and nurses to write about my experience. 
I wanted to inform the public and the 
medical profession, via an interesting 
read, how it felt to be critically ill and 
travel the diffi cult journey from intensive 

care to kidney dialysis, a kidney trans-
plant and rehabilitation. I have included 
the coping strategies that I developed to 
help me through this challenging time. 
I hope that they may help other people 
who are seriously ill, and also those in 
demanding life situations. 

Most important, however, is that it may 
motivate someone to become a kidney 
donor while alive or an organ donor after 
their death. This could save or greatly 
enhance a life.  If so then all the time, 
energy, passion and cost involved in this 
book’s production will have been worth-
while.

On the Toss of a Coin is available as an 
e-book and a paperback at usual book-
shops.  Published by Matador. £9.99 
ISBN 9781785899218

Professor Donal O’Donoghue. 
Professor of Renal Medicine, 

University of Manchester.  
President of The Renal Association



Keith Raymond Wren (1944 – 2016) 
had been a dialysis patient since 
early 2008.  For nearly fi ve years, 
Keith managed his own peritoneal 
dialysis at home, but subsequently 
attended Barnet Hospital three 
times a week for haemodialysis.  
Keith faced many challenging 
times, and particularly throughout 
2013, which was an extremely 
diffi cult year for him.

Keith was a person who was optimistic and 
full of enthusiasm.  He was always a hard worker, and spent the 
majority of his working life within the optical industry, running 
his own small business for several years.  He enjoyed his work 
and travelled widely. He met many different people from all over 
Britain, and abroad, and he made a lot of good friends along the 
way.

From a young age, Keith was very keen on all types of sport.  
It was the competitive side of sport that really appealed to him 
and when he no longer participated himself, he always enjoyed 
watching others strive to achieve their very best.

Keith was a real character, a cheeky chap, who loved a good 
debate and always spoke his mind.  He had a way of making 
people laugh.  He was kind and thoughtful and wouldn’t hesitate 
to help anyone in need without even giving it a second thought. 
Everyone knew they could rely on Keith to be there for them. 

Sadly, Keith passed away on 18th June 2016.  He will be greatly 
missed, but Keith has left behind so many fond memories, for 
his family and friends to treasure and share together, with a 
smile.

Donations made by family and friends to RFHKPA in loving 
memory of Keith have meant that the RFHKPA have been able 
to purchase a Connex Spot monitor with power management 
stand and easy-to-use, vivid touchscreen display providing 
accurate vital signs measurement, blood pressure averaging, 
spot checking, interval monitoring and custom scoring across 
patient populations.  

RFHKPA send thanks to Keith’s partner Janet Romanowski for 
agreeing to how the donated funds could be best used to benefi t 
Keith’s fellow patients at Barnet Dialysis Unit.

23RFHKPA APRIL 2017

DIARY DATES
KPA COMMITTEE MEETINGS
April 3rd, May 8th, June 5th, July 3rd
All kidney patients and family welcome
Mondays at 7.00 pm
The Atrium, Ground fl oor, Royal Free Hospital

TRANSPLANT EDUCATION SESSIONS
For kidney patients and family
Tuesday 18th April 6.00 - 8.00 pm
Wednesday 18th July 6.00 - 8.00 pm
The Atrium, Ground fl oor, Royal Free Hospital

RENAL PATIENT INFORMATION SESSIONS:
KIDNEY DISEASE & ITS TREATMENT OPTIONS
For low clearance patients
Thursday 20th April 1.00 - 4.00 pm
The Atrium, Ground Floor, Royal Free Hospital
Tuesday 25th April 1.00 - 4.00 pm
Tottenham Hale

Tuesday 27th June 1.00 - 4.00 pm
Tottenham Hale

THE BRITISH TRANSPLANT GAMES
North Lanarkshire
Thursday 27th July - Sunday 30th July
http://www.transplantsport.org.uk

Andy Forbes (Chairman)         01442 262767
Jill Slann (Membership Secretary)         020 8886 1483
Louis Toussaint
(NKF & Edgware Representative)         020 8205 5682
Jeremy Gold (Treasurer) jgold@waitrose.com
Nii Plange           07725 347 925
Caryl Bryant         020 8411 6268
Bina Doshi           020 8440 0504
David Myers (President) email: r fhkpa@gmail.com

Newsletter Editorial Team: David Myers (Executive Editor)
Jill Slann, e-mail: r fhkpa@gmail.com

Remembering Keith Wren
By Janet Romanowski

Keith Raymond Wren 
had been a dialysis patient since 
early 2008.  For nearly fi ve years, 
Keith managed his own peritoneal 
dialysis at home, but subsequently 
attended Barnet Hospital three 
times a week for haemodialysis.  
Keith faced many challenging 
times, and particularly throughout 
2013, which was an extremely 
diffi cult year for him.

Keith was a person who was optimistic and 
full of enthusiasm.  He was always a hard worker, and spent the 



The Garden Room, North Bank, Muswell Hill 
Methodist Church, 28 Pages Lane, Muswell Hill, N10 1PP

Please come to the annual RFHKPA

for kidney patients 
and families

Fantastic raffl e • Face painting for kids • Food and 
soft drinks • Tea and cakes 

On a Summer Sunday 
late June or early July

1.30 pm - 4.30 pm

Summer
Garden Tea Party

Fantastic raffl e 

FREE 
ENTRANCE

Go to the RFHKPA web page on the Royal Free website for confi rmation of the date
https://www.royalfree.nhs.uk/ services/services-a-z/kidney-services/royal-free-hospital-kidney-patients-association/


	APRIL NEWS 2 2017 Final w-out ticks.pdf

