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Is there an 
accountant in 
the house?
As most of you 
will know, I have 
been involved 
with the RFHKPA 
for a long time, 
about 14 years. 

I was Chairman for 7 years and Treasurer 
for 12 years.  I recently had to make the 
decision to put away the calculator and 
lock away my “How to add up” beginners’ 
handbook.  I have realised that it’s time 
to ease back on some of my tedious 
tasks and having spent so much time 
thinking about the care of others, I need 
to adapt to changing times and find a few 
more hours for myself.  So the role of 

RFHKPA  Treasurer is now up for grabs! 
We urgently need someone with an ac-
countancy background, to join our team 
to manage the finances.  I’m sure there 
are patients who work or have worked in 
accountancy practices.  Or maybe a mem-
ber of your family would be interested in 
filling this role.  If you can help our charity 
please get in touch at our email address 
rfhkpa@gmail.com

I’m still around in my role as President of 
RFHKPA and I continue to represent all of 
the hospital patients as a Governor of The 
Royal Free London.  As a Governor I sit 
on the hospital’s Patient Safety Commit-
tee and I still am a member of the Patient 
Transport and Policy Group.  I represent 
patients on other committees, in particu-
lar The London Renal Strategic Clinical 
Network (LRSCN) and this group is doing 
great work in finding a pan London route 

to provide patients with continually 
improving services. 

I have recently taken part in two LRSCN 
events.  One was “Developing Peer Re-
view in Renal Services”, an event which 
aimed to inform future renal services 
by creating the most effective review 
process and setting the standards which 
will deliver excellent care and a bet-
ter experience to all kidney patients in 
London.  The second event was “Patient 
Peer Support for Renal Services.” The 
aim of this event was to create a system 
that benefits patients and clinicians.  It 
is hoped that reviewing services and sup-
port for renal patients in London, uncover-
ing best practices in hospitals and looking 
for innovations to improve and co-ordinate 
services that will be the foundation of a 
toolkit with practical advice and signpost-
ing for other renal services.  You can read 
about how the Royal Free has started to 
train our experienced patients to become 
Peer Supporters and how you could get 
involved.  See page 11.

New transport service provider not yet 
meeting objectives
As you will all know, in my role as a Royal 
Free governor, along with my colleague 
Gerry Bacon, we played a major part in 
the key specifications of the new trans-
port contract which was awarded to ERS 
Medical.  I said that ERS, who started 
on March 1st, would need time to come 
to terms with the requirements of our 
patients. 

Our main objectives were for the new 
transport service provider to reduce the 
total hours spent in both the transport 
and hospital systems.  It was intended 
that dialysis patients would have to spend 
less time waiting to be picked up, less 
time on a vehicle and less time waiting 
to be returned from dialysis to home. 
Our key performance indicator set up for 
dialysis patients is 30-45-30 mins. This 
was one of the key specifications that 
ERS said they could achieve.  At the time 
of writing, nearly four months on, I have 
seen no proof that the service is any-
where near what is required.  ERS appear 
to be committed to improving the service 
to dialysis patients and I am hopeful 
they will achieve this aim but am disap-
pointed in what I have seen so far.  And I 
have to note that the same patients who 
were complaining about transport issues 
previously are still contacting the KPA with 
their complaints.

As I wrote in the last newsletter, if you 

have transport issues, you must raise 
your concerns with PALS.  They will report 
your concerns and look for solutions. 
I will continue to oversee patients broader 
transport issues and review ERS progress 
performance reports as a member of 
the hospital’s Patient Transport & Policy 
Group. 
 
To contact PALS call:
020 7472 6446/6447

RFHKPA Update
by David Myers President RFHKPA
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KPA/Renal unit meetings
Patients will be pleased to know that the 
KPA meet on a regular basis with our 
renal unit team, for them to tell us about 
changes and benefits for our fellow kidney 
patients and for us to report back to them 
about patient concerns.  On May 28th, 
Nii Plange joined me in our latest meeting 
with Maddy Seeley (Senior Matron – Re-
nal & Urology), Beth Foley (Senior Ops 
Manager), Lee Gutcher (Assistant Ops 
Manager) and Emma Davidson (Service 
Manager).

Amongst the items on the agenda, follow-
ing on from the successful opening of the 
supported self care unit at the St Pancras 
unit, there will be further building work at 
St Pancras to create an ophthalmic unit.  
The ophthalmic service is moving from its 
current home at the UCH Hospital.  Addi-
tionally there will be an extension built to 
create extra working space for our kidney 
consultants. So patients may experience 
some minor inconveniences with the 
building work in September.

Patients have been asking questions 
about the plan for upgrading haemodialy-
sis machines.  Well the good news is that 
a five year plan has been worked up by 
the renal team and it is hoped that once 
agreed, the plan will be implemented 
across all of our dialysis units.  As part 
of the plan, patients will be asked in a 
survey what works best for them whilst 
dialysing.

Let me introduce Clara
At our KPA/Renal unit meeting, Emma 
Davidson told us that from August, all 
new PD patients will be provided with the 
latest APD machine from our current pro-
vider Baxters, which is called Homechoice 
Clara.  The great advantage that patients 
will benefit from is that this machine is 
integrated with Sharesource, an innova-
tive, secure, cloud-based connectivity plat-

form allowing clinicians to monitor treat-
ment data and adjust device programmes 
remotely, via a browser.  There will be a 
replacement programme instigated for 
existing PD patients.

Changes in the AKU unit
Matron Maddy Seeley told us that having 
assessed how the Acute Kidney Unit can 
best serve the needs of the patients, 
there is a plan for creating a two bed mini 
unit within the main unit, to be used spe-
cifically for patients who ‘crash land’ into 
dialysis.  Patients would receive all of the 
support services that they might need in 
one place, such as education and options 
for on-going dialysis, psychological sup-
port, dietetic advice, etc.  There will also 
be a discharge co-ordinator to help make 
sure that patients’ needs are in place for 
when they return home.

How do patients access our Social 
Support Services?
Over the last few months our renal de-
partment has changed the way it deals 
with social support services.  This is 
because it has proved difficult to retain 
experienced social workers and anyway 
the current way that our kidney patients 
are looked after appears to be more 
appropriate.  Most of patients’ social 
concerns revolve around benefits.  So 
the best people to deal with these issues 
are the Citizens Advice Bureau (CAB). 
The CAB deal with benefits, free advice 
on debt, housing issues, employment, 
the law, relationships, consumer issues, 
family matters, discrimination, immigra-
tion, etc. CAB personnel are based at the 
Royal Free Kidney Care Centre at Totten-
ham, two days a week.  Whilst they see 

patients from all of our units, Beth Foley 
told us that this scheme will be rolled out 
to Edgware and St Pancras later in the 
year. 

To make an appointment with the 
Camden Citizens Advice Bureau advisor, 
please contact 020 7391 0673 or email 
renal@camdencabservice.org.uk

For patients who want help with emotional 
support from renal psychology services, 
you can be referred to the team by your 
named nurse or sister at your unit.

A two year plan to ensure great nursing 
care.
Matron Maddie was very enthusiastic 
about her plans over the next two years to 
maintain a full strength nursing team on 
our renal wards.  Renal nurses will have 
the opportunity to rotate from wards to 

satellite units, so they will be able to gain 
a complete range of experiences and 
understand all aspects of a kidney 
patient’s journey through care and treat-
ments.  It is hoped that this will also 
make the work of a renal nurse more 
engaging.

Royal Free Psychology team

Maddy Seeley
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Dialysis patients are being given the 
chance to take control of their care at 
the Royal Free London’s new supported 
self-care dialysis unit.

The unit, which opened at the trust’s St 
Pancras Kidney and Diabetes centre in 
late March, offers eligible patients 
receiving dialysis at any of our current 
sites the chance to have more flexibility 
and independence in their dialysis care.

After receiving the appropriate training, 
patients using the unit are able to carry 
out some or all of their dialysis treat-
ment themselves.  By reducing reliance 
on nursing assistance the system gives 
patients greater flexibility and cuts the 
amount of time they spend at each treat-
ment.

Once fully operational the self-care unit, 
adjacent to what was previously known 
as the Mary Rankin unit, will be able to 
provide dialysis for up to 72 patients. 
The new unit also includes a dedicated 
supported self-care training area available 

to all patients using the unit.  Patients will 
attend consultant-led dialysis clinics and 
be able to access dietetics, social care 
and psychology services at St Pancras.

Patients from the recently closed St John 
and Elizabeth dialysis unit have now been 
relocated to the Royal Free London centre 

that best fits their needs, either at St 
Pancras, the Tottenham Hale Kidney and 
Diabetes Centre or Edgware Kidney Care 
Centre. 

After suffering permanent kidney damage 
as an infant, musician and sound 
engineer William Tackie, 27, started 
undergoing dialysis eight years ago. 
He has been managing his own care from 
start to finish for the past three years.

He said that learning self-care had vastly 
improved his dialysis experience:  
“The thought of doing it yourself at first 
is daunting, but you begin to realise that 
it is actually not as hard as you thought 
it was going to be.  The more time you 
spend getting into it the easier it 
becomes.”

William, who uses his dialysis time to 
work on his music, added: “It’s really 
liberating being able to do it myself. 
Instead of waiting for a nurse to get you 
set up and then help you off when it’s 
finished, you can get started on your 
own and take yourself off.  By the time 
someone would be there to help you off 
the machine you have already left.  It’s 
also kind of impressive and really satisfy-
ing doing it myself.  I have even shown 
other patients what to do and given them 
advice.”

New unit ‘liberates’ 
dialysis patients
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KPA/Renal unit meeting continued from page 3

Diane Walker, home and supported self-
care dialysis specialist sister, said that 
self-care patients were put through an 
intensive week-by-week training 
programme before they were allowed to 
completely take over their own care. “It’s 
not just the treatment,” she said.  “They 
have to have the background knowledge 
about their diet and medication, blood 
results, how to look after the access line 
and infection control.  People surprise 
you.  You might get a lady in here who is 
70 years old who wants to do everything 
for herself and if you try and help she 
says ‘no I will do it’

Diane said that the training and skills 
required to administer self-care helped 
many patients escape the feeling of 
helplessness often associated with 
dialysis.  She said:  “You have patients 
who are struggling to come to terms with 
their condition, but by learning about 

their dialysis and doing it for themselves 
they get a buzz out of it and a sense of 
achievement.  Patients have more 
fl exibility as they can come in at a time 
that suits them.  We don’t have to 
consider whether there is a nurse there 
who can help them get set up.  It’s all 
about making the patient’s life easier and 
giving them more fl exibility without putting 
a machine in their home.”

She added that the different structure 
had helped to foster a more communal 
atmosphere.  She said:  “We get patients 
who are more advanced in their learning 
who see patients struggling and they will 
intervene and give them advice, and then 
they have a natter and introduce them-
selves.”

David Myers, President of RFHKPA 
said  “I have to say this new unit is 
really impressive.  The design is slick. 

it’s bright, it’s spacious and it gives our 
patients the very best facilities in which 
to dialyse.  On my visit there, all the 
patients and even the nurses appeared 
very happy.” 

Diane Walker

The summer months are a busy time for 
the committee members of our KPA as 
two of our key events take place in June 
and July.
By the time you have read this article, 

many of our patients will have enjoyed 
our annual Summer Garden Tea Party on 
Sunday June 14th.  This is one of those 
occasions when we all meet up with old 
friends and it’s a rare opportunity for 

some patients to 
get out and 
socialise.  
This year’s event 
offered tea and 
cakes, samosas, 
fruit and ice cream, 
accompanied by 
‘easy listening’ 
style singer/guitar-
ist Huw.  We also 
had an auction of 
donated articles 
which was a great 
success.

Our second big 
event is our 
Summer Day Trip to 
Margate on Sunday 
July 26th.  We will 
have two coaches 
fi lled with approx 

80 patients with carers and family 
members.  We also take a group of 
patients who require the  use of 
wheelchairs and we arrange appropriate 
ambulance vehicles to carry those 
patients.
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Why we need to 
Think Kidneys

Kidneys are important to our wellbeing, 
looking after our bodies through the pro-
duction of urine to get rid of excess water 
and toxins.

Acute kidney injury is a sudden and 
recent reduction in a person’s kidney 
function.  It is not caused as a result of a 
physical blow to the body.

Think Kidneys is the NHS’s campaign pro-
gramme for tackling acute kidney injury.
Our aims are to reduce avoidable harm 
and death for people with acute kidney 
injury, and to improve care for patients 

whether in hospital or at home.

If you are a patient or someone looking 
after someone or concerned about acute 
kidney injury, please go to the following 
link 
www.thinkkidneys.nhs.uk/information-
for-the-public/

What is acute kidney injury 
and what causes it?

Your kidneys are vital organs in your 
body and are responsible for keeping you 
healthy.  Acute kidney injury is a sudden 
and recent reduction in a person’s kidney 
function. It is often referred to as AKI. 
Kidney function is measured by blood 
tests and acute kidney injury is identified 
in the same way.  Acute kidney injury can 
be caused by a number of things. It might 
be because of stress on the kidneys, due 
to other illnesses or infection. It might 
be due to severe dehydration or it could 
be the result of the side effects of some 
drugs, when you are unwell.  Sometimes 
it’s due to a combination of factors. 

Acute kidney injury can get better in a few 
days or weeks, but sometimes it causes 
ongoing problems.  Although called acute 
kidney injury it is not caused as a result 

of a physical blow to the body.  Nor is it 
caused by excessive intake of alcohol, yet 
it should be remembered that too much 
alcohol can damage your other organs, 
and cause you to be dehydrated.

What are the symptoms of 
acute kidney injury?

Sometimes there are no real symptoms 
or signs. A blood test is needed to detect 
it.  Acute kidney injury can have the 
following symptoms

• Changes to urine output, particularly  
 a major reduction in the amount of  
 urine passed

• Nausea, vomiting

• Abdominal pains and feeling 
 generally unwell, similar to a 
 hangover

• Dehydration or thirst

• Confusion and drowsiness

Îf you have concerns about your kidney 
function you should seek advice from 
your GP. If you are concerned about acute 
kidney injury there is a lot of helpful infor-
mation online. Use these links to find out 
more about your kidneys and acute kidney 
injury, connect with others with acute 
kidney injury or get support.

The NHS campaign to improve the care of people at risk of, 
or with, acute kidney injury
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Facts about your kidneys

• Your kidneys are vital organs that 
 fi lter your blood up to 30 times a  
 day.  They keep what is needed and  
 get rid of what is not needed through  
 urine.

• Each of your two kidneys is about  
 the size and weight of a mobile  
 phone.  Placed end to end, the fi lters  
 in one kidney would stretch about  
 fi ve miles.

• Your kidneys help keep your bones 
 healthy by activating vitamin D.

• Kidneys have some control over your  
 red blood cells – if your kidneys are  
 not getting enough oxygen they send  
 a signal to your body to make more
 red blood cells and prevent you from  
 becoming anaemic (defi ciency of  
 red blood cells).  Your kidneys are  
 responsible for keeping the 
 components of your blood in 
 balance.

• Your kidneys use one quarter of your  
 body’s energy.  They work 24-hours- 
 a-day, seven-days-a-week for the  
 whole of your life. They have a higher  
 blood fl ow rate than your heart, brain  
 or liver.

• Kidneys keep on working until they  
 have lost up to 90% of their function.  
 They are the unsung heroes of our  
 bodies and don’t stop working until  
 they really can’t cope.

• Your body can work with just one  
 kidney so a kidney can be donated  
 to someone who needs it with no  
 detriment to the donor.

There are a number of charities that 
provide support and advice for people and 
their families  with acute kidney injury:

The British Kidney Patient Association, 
The NKF (National Kidney Federation), 
Kidney Research UK, Kidney Dialysis 
Information Centre, Infokid
www.thinkkidneys.nhs

Renal 
replacement 
therapy 
(dialysis 
and trans-
plantation) 
for end-
stage kidney 
disease 
(ESKD) ac-
counts for 
up to 2% of 

total NHS budget. 

In sharp contrast to many areas of the UK 
the incidence of ESKD in North London 
has continued to rise with a year on year 
increase of around 5% of patients onto a 
renal replacement programme.  We know 
that many of our patients across our 
catchment area have risk factors of devel-
oping ESKD such as diabetes, hyperten-
sion, ethnicity and social deprivation. 
We need to focus more on disease pre-
vention and retardation (delaying) and the 

promotion of self-management.  Services 
need to undergo transformational change 
and develop new ways of joined up work-
ing if we are to make any improvement in 
managing CKD and diabetes.

A fragmented system
The existing model of care was reactive, 
expensive and unsustainable.  Patients 
received appointments for general 
nephrology clinics in hospitals and dia-
betes follow up in the community.  This 
fragmented system often resulted in 
patients failing to attend due to becom-
ing confused with different providers and 
duplication of care through poor communi-
cation across primary and secondary care 
interfaces to provide a whole systems 
approach to delivering CKD and diabetes 
care.  The model of care had to change.

The principles supporting the service 
re-design include

•  Care closer to home

•  Better access to high quality services

• High value care

• Whole pathway approach

•  Self management

• Integrated across primary and 
 secondary care

New e-Referral system
Weekly joint CKD/Diabetes nurse led 
clinics have now been set up. GPs can re-
fer straight to the clinical team through a 
new e-Referral system that’s part of plans 
to make the NHS paperless.  
The nephrologist triages all referrals in a 
virtual clinic and patients are then booked 
into the joint nurse led clinic.

Communication between disciplines has 
been improved by closer working arrange-
ments and weekly meetings, and the 
patient will be offered a service that can 
meet more of their needs in the same 
place and at the same time.  Now clinical 
leaders have an important role to focus 
on the specifi c needs of the local 
population.

Focussing on CKD prevention
By Sheila Johnston, Royal Free Lead Nurse, Chronic Kidney Disease



An inquest into the tragic deaths of two 
transplant recipients in Cardiff in 2013 
shortly after receiving a kidney transplant 
from the same donor drew a significant 
amount of media attention last winter. 
The cause of the men’s deaths was found 
to be an extremely rare nematode that 
had been transmitted through the trans-
planted organ and was unidentified at the 
time of donation.  The coroner concluded 
their deaths were the unintended 
consequence of necessary medical 
intervention.

Professor James Neuberger, associate 
medical director of NHS Blood and Trans-
plant, was asked whether patients should 
be concerned about undergoing a trans-
plant, how long they should expect to wait 
for an organ, how successful transplants 
are and how the consent process works 
for patients in need of a transplant.

Should patients waiting for a 
kidney transplant or patients 
who may need a transplant in 
future be worried about what 

happened in Cardiff ?
“What happened in Cardiff was a 
tragedy and we were incredibly sad for the 
families concerned.  The families were 
naturally devastated by their loss.  

We must remember though that the 
nematode responsible for the men’s 
deaths had only been seen a few times 
anywhere in the world before and never 
before in transplantation.

“While no one can completely elimi-
nate the risks associated with a kidney 
transplant, we all work hard to make sure 
transplants are as safe and successful as 
possible.  While we know that all organs 
are associated with some risk, the level 
of risk is very small whereas the benefits 
of transplantation in terms of a better and 
longer life are considerable.  Nonethe-
less, when harm comes to the recipient, 
this can be devastating to the patient and 
their family, so we do not take the risks 
lightly.”

How successful are kidney 
transplants?

“Kidney transplant success rates have 
been increasing since they first took 
place in the 1950s.  In fact, now more 
than nine out of ten (93%) of kidney 
transplants still function well a year after 
transplant, and 96% of kidney transplant 
patients are alive a year after their 
transplant.  89% are alive five years 
afterwards.

“The alternative to kidney transplantation 
is some form of dialysis.  Dialysis can be 
quite restrictive as patients have to spend 
so long on a machine, often several times 
each week.  Having a kidney transplant 
can give them back more freedom to live 
their life again.”

Should patients be told about 
the risks of a transplant?

“The information the clinical team 
provides to a patient when they are 
assessing the patient’s suitability for a 
transplant is extremely important.  
All organs are in one sense ‘second 
hand’ as they come from someone who 
inevitably will have some risk.  Some 
donors, especially those who are older, 
have more risky life styles or a complex 
medical history, may have a greater risk 
and the organ itself can carry risks.  
We are working to give as much infor-
mation as we can to patients and their 
families so that, with the support of their 
clinical team, each person will make the 
decision that is right for them.  Such 
information can be found on our website”
www.odt.nhs.uk

“We, together with British Transplantation 
Society, created Guidelines for consent 
for solid organ transplantation in adults. 
This guidance seeks to ensure that 
potential transplant recipients can make 
informed decisions about the type of 
organs they would accept as well as the 
consequences of rejecting an organ in 
order to wait for an organ they perceive to 
be better quality.  It is a balance that 
surgeons and patients face every day.
The guidelines set out the information 
potential transplant recipients should be 
given when they are listed for a transplant 
and also when they are offered an organ. 
As time is pressured when an organ 
becomes available, the more detailed 
discussions between the clinician and 
patient take place at the time of listing 
and annually during the patient’s wait 
for an organ.  When an organ becomes 
available for a patient, we recommend 
that the patient should be told about any 
additional risks relating to the donor or 
the organ itself so the patient can make 
an informed decision whether or not to go 
ahead with surgery.  This may include, for 
example, specifics about known infection 
transmission risks or the cause of the 
donor’s death.”
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Risks and Benefits of Kidney 
Transplant

Professor James Neuberger
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Is it possible to predict how 
long you’ll be waiting for an 

organ after being listed?
“We appreciate that the wait for an organ 
can be an anxious time for patients and 
for their families.  It’s helpful to have 
some idea of how quickly a matched 
kidney will become available.  While on 
average adult patients can expect to 
wait approximately three to four years 
for a deceased donor kidney transplant 
and paediatric patients approximately 
one year, there is considerable variation 
according to patient characteristics.  We 
have a probability calculator on our web-
site.  Patients can put in various informa-
tion, such as their blood group, age at 
registration, previous graft history and the 
transplant centre where they are listed, 
and it will give an indication of how long 
you could wait for a kidney transplant. We 
also have introduced another calculator 
to help patients decide whether it would 
be better for them to join the incompat-
ible kidney paired donation scheme.  The 
latter scheme is when a person needing 
a kidney transplant has a living donor 
whose donated kidney is not compatible. 
We recommend that you use these calcu-
lators with your doctor or nurse.
It’s important to remember that they 
are probability calculators rather than 
tools that give you exact timeframes, but 
we hope they are useful resources for 
patients and their clinical teams. You can 
find the calculators at: www.odt.nhs.uk/
transplantation/guidance-policies/tools

Would a surgeon always 
accept an organ offered to him 
or her for one of their patients?

“When NHS Blood and Transplant offers 
a kidney to a transplant unit for a specific 
patient, the surgical team assesses 
whether or not to accept the organ by 
weighing up the risks with the particular 
patient in mind.  They do this using knowl-
edge of the potential recipient and the 
available information about the donor’s 
history and organ function.  It is not 
unusual for a surgeon to decline a kidney 
for a patient and there are many reasons 

why they may do so.  Reasons include 
that the organ may not be the right size 
for their patient, or that they may deem 
the function inadequate for their patient, 
for example if the kidney has come from 
an older donor and their patient is much 
younger.  If a patient is highly sensitised 
(so that they are likely to reject the 
kidney) they may only get a kidney offer 
every five years so the surgeon may be 
more likely to accept the kidney than if 
the next offer for their patient is likely 
to be in six months’ time. Surgeons and 
their teams have to balance the risks of 
using a donated kidney with the risks of 
waiting for the next offer for their patient. 
When a surgeon rejects a kidney for 
their patient, it is offered to the surgical 
team for the next patient on the offering 
sequence.”

It is unusual for a kidney 
rejected by transplant units 

to be used?
“We want as many donated kidneys as 
possible to be used for transplant but 
only if the outcome will be good for the 
 recipient. Over the last few years, 
we have introduced Kidney Fast Track 
Schemes to help optimise the use of 
kidneys. Kidneys are put through the Fast 
Track system if the time to transplanta-
tion is becoming too long so there is a 
risk that the organs will become unusable 
or if they have been declined for the first 
five patients to whom they have been 
offered (three for donors after circula-
tory death). At that point, the organs 
can be offered to all other transplant 
centres that are part of the Kidney Fast 
Track System at the same time. Twelve 
of the 23 UK kidney transplant units are 
currently part of the scheme.  Between 1 
November 2012 and 30 April 2014, 291 
kidney transplants were carried out after 
the organs were offered through the Fast 
Track Kidney Scheme (115 DCD kidneys 
and 176 DBD kidneys).  Both the patient 
and graft outcomes are similar to those 
offered outside of the fast track scheme. 
These figures show that kidney trans-
plants can be successfully carried out 
after being declined by other transplant 
units.  A surgeon will always consider 
using an organ with a specific patient in 

mind, so the decision whether or not to 
use an organ is made on a case by case 
basis.”

If you could change one thing 
what would it be?

“This is an easy one for me to answer. I’d 
want every patient in need of a transplant 
to get the organ they need and to undergo 
a successful transplant.  For this to 
happen, we need more families to agree 
to donate their loved one’s organs. Cur-
rently four out of ten UK families say no 
to donation. So what I want is for every-
one in the UK to decide if, in the event of 
their death, they would like to become an 
organ donor and save and improve other 
people’s lives: if they do, to make sure 
their family and close friends know their 
wishes so they can help those wishes be 
fulfilled. Real life stories of successful 
transplants are incredibly powerful as are 
the stories of what it’s like waiting for a 
transplant and that’s why it’s great 
seeing people share their stories publicly 
to encourage the public to donate.”

http://www.kidney.org.uk/home/
news-2/risks-and-benefits-of-kidney-
transplant/ 
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There have been a 
number of articles 
in the press over 
the last few months 
about high risk 
organ donations.
Our St Pancras 
Kidney & Dialysis 
Centre represen-

tative, Nii Plange, has been talking to 
patients who wanted to know more about 
the Royal Free policy on these matters. 
Royal Free senior transplant surgeon 
Bimbi Fernando gave us some answers.

Will the recipients be 
informed of the status of a 
“high risk kidney” and any 

risks before transplant?
Our policy is in fact no different to before 
these article were published.  Essentially 
we counsel the patients before they go 
onto the waiting list and ask as well as 
actively encourage them to attend the pa-
tient education sessions.  In addition we 
also provide information booklets such as 
the  “Can I have a kidney transplant?” 
leafl et which was 

produced with the help of the RFHKPA.  
When they are on the list we regularly 
review their status.

Will there be any counselling 
before or after transplant?

At every opportunity we try to outline the 
main risks and benefi ts of having a trans-
plant.  However there are some cases of 
kidney donors that would be considered 
higher risk so when we are offered these, 
we ensure that an appropriate discussion 
is held with the potential recipient. 
We also are mindful that there is a 
signifi cant risk of the patient’s health 
deteriorating on dialysis and so this has 
to be balanced against the risks associ-

ated with a higher risk kidney.  This is 
a team decision and we act as a group 
in accepting or declining these types of 
kidneys on a case by case basis.

In the light of the ‘risky” 
transplant from an alcoholic 

suspected of having 
meningitis leading to the death 
of two patients, will it be ‘ethical 

to proceed transplanting
 high risk kidneys?

We will need to consider on a case by 
case basis, with the background 
knowledge that there is a signifi cant risk 
of staying on dialysis and this has to be 
balanced versus the risk of transplanting 
these organs.  It is accepted that these 
are very diffi cult decisions that have to be 
made carefully with due consideration and 
there are some national guidelines that 
we follow as a unit to help guide us. 
We feel that as long as we discuss the 
potential risks with the recipient and also 
have accepted these organs as a group 
then it would be ethical for us to proceed.

High risk organ donations
Nii Plange raises patients’ concerns with Bimbi Fernando

Nii Plange
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Our nurses and doctors and the kidney 
patient association are working together 
to create a Peer Support Service for all 
patients and carers under the Royal Free 
Hospital kidney unit.  Peer support is all 
about experienced kidney patients vol-
unteering themselves to undergo a little 
training to enable them to help 
others who are in similar situations.  
It aims to give short term practical, 
emotional and social support to patients 
and their families. 

Lots of information to take in
The life of a kidney patient is not easy. 
There may be restrictions to make to your 
diet and drinking, tablets to remember to 
take, and worries about the future.  
On top of that, you may be trying to take 
in lots of information or make difficult 
decisions, such as whether to have 
dialysis at home or in the hospital.  
Family members may want information 
as well, for example, when thinking about 
living kidney donation.  Whilst education 
and support are provided by nurses, 
doctors and other health professionals, 
many people find it helpful to talk to 
someone who’s in a similar situation or 
has been through the same treatment.  
No-one understands what you’re going 
through as much as someone who has 
gone through the experience themselves.

Patients who want to talk to a peer 
supporter will be referred to the link 
nurse.  The patient will then be matched 
and put in touch with an appropriate peer 
supporter. Peer supporters will then talk 

with patients, either face to face or by 
phone or email depending on their prefer-
ences.  Sometimes it will just be a single 
conversation, sometimes a more long 
term relationship may be required, but it 
is up to the peer supporter what time they 
want to offer and how often. 

What is peer support?

• Peer support is about kidney patients  
 and carers helping other patients  
 and carers live better with their kidney  
 disease.

• It involves listening and sharing your  
 own experiences to provide informa- 
 tion and emotional support.
 
Peer support can provide reassurance  
and help patients feel less isolated.  
It can also increase their confidence and 
help them take more control over their 
kidney condition and its treatments

What is involved?
 
You will need to:

• Have a little time to speak to well- 
 matched patients and carers (but this  
 will not be very frequent and you are  
 able to dictate/specify exactly when  
 you are or are not available).

• Attend five hours of training (where  
 you will gain a better understanding  
 about the role and have any questions  
 or concerns answered).

• Register with the Royal Free volunteer  
 services (this will include a DBS   
 (criminal record) check).
  
Could you help by becoming a peer   
supporter?

If you are interested, or would just like 
to find out more about 
becoming a peer supporter, please email 
rf.kidneypeersupport@nhs.net or call 
Crissie on 020 7830 2559.

Could you help 
By becoming a peer supporter?

by Eleri Wood
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What is Fat? 
Fats have had a lot of bad press over the 
years but none the less they are an 
important part of our diet as they 
provide the body with energy and some 
important vitamins and essential fatty 
acids. 

Unhealthy fats include saturated and 
trans fats.  Trans fats are found in high 
levels in food containing hydrogenated 
fats which are frequently added to 
products such as cakes and biscuits, 
and these can increase cholesterol in the 
blood.  Saturated fats come from animal 
products and are generally solid at room 
temperature.  

Healthier fats include monounsaturated 
fats and the omega-3 polyunsaturated 
fats.  Omega 3 and 6 fats are known as 
essential fats, as they cannot be made by 
the body.

Good for the heart
Diets such as the “Mediterranean Diet” 
are thought to be particularly protective 
for the heart as the diet is based on 
monounsaturated fats which are found in 
olive oil and nuts.  Scientists discovered 

that in animal studies olive oil combined 
with vegetables produced a chemical 
called nitro fatty acid which actually 
lowered blood pressure in mice.
  
It should be noted that any type of fat 
contains 9 calories per gram which makes 
it incredibly energy dense and means 
that it is very easy to eat more energy 
than we need when having  foods high 
in fat, even healthier fat.  For example, 
using 10 grams of butter on your toast or 
10 grams of olive oil on your salad adds 
90 calories, which is the equivalent of a 
chocolate biscuit. 

More about Cholesterol
Cholesterol is needed to make steroid 
hormones; vitamin D and bile acids which 
help the gut digest dietary fat.  
Cholesterol has a special ‘transport 
system’ for reaching all the cells which 
need it and is carried on ‘vehicles’ made 
up of proteins.  The combinations of 
cholesterol and proteins are called lipo-
proteins.  There are high density lipopro-
teins (HDL) which are generally known 
as ‘good cholesterol’ and low density 
lipoproteins (LDL) which are often called 
‘bad cholesterol’.  The labels good and 
bad cholesterol exist as too much LDL 
cholesterol and too little HDL cholesterol 
in the blood are linked to a process which 
causes blood vessels to become narrow 
or blocked, which can then increase risk 
of heart disease. 

Raised LDL cholesterol is only one of the 
risk factors for heart disease.  
Other factors such as smoking, high blood 
pressure, diabetes, being overweight, 
poor fi tness or a strong family history of 
heart disease all affect your risk.

One cause of raised LDL cholesterol is 
a diet high in saturated and trans fat.  
Therefore, cutting down on saturated fat 
in the diet and replacing it with unsatu-
rated (mono or poly) fats is a good way to 
reduce blood cholesterol.  The maximum 
recommended amount of saturated fat 
intake is no more than 20g per day for 
women and no more than 30g per day 
for men.  Table 1 provides some hints on 
food swaps that can be made to choose 
less fat or healthier fats.

Fighting Fat Myths 
By Emily White & Rachel Nandy  (Royal Free Clinical Specialist Renal Dietitians)

R O Y A L  F R E E  D I E T E T I C  C O L U M N

Cholesterol building up in 
blood cells



13RFHKPA JULY 2015

Table 1 * Some of these foods are high 
in potassium and/or phosphate – speak 
with your Renal Dietitian if you are not 
sure whether you can eat these foods 
regularly or not.

TOP TIPS:

• Use food labels to compare foods and  
 choose options that are lower in 
 saturated fat

• Foods are high in saturated fat if they  
 contain more than 5g of saturated fat  
 per 100g

• Foods containing 1.5g or less per  
 100g are low in saturated fat

Foods high in saturated fat 

CAUTION:
Some foods promoted as low in fat are 
often high in sugar (e.g. yoghurts and 
sugary breakfast cereals).  A high sugar 
intake (from refi ned carbohydrates) can 
also affect blood cholesterol levels by 
lowering HDL (‘good’) cholesterol.

A note about dietary cholesterol:

Some foods contain cholesterol – such 
as shellfi sh and eggs; however, this has 
much less effect on blood cholesterol 
than the cholesterol the body makes in 
response to a diet high in saturated fat. 
Therefore, cutting down on saturated fat 
in the diet is much more helpful than cut-
ting out eggs.

TAKE HOME MESSAGES:

•Overall aim for a healthy balanced  
 diet 

• Remember each gram of any fat is  
 high in calories and can lead to weight  
 gain which is proven to carry risks

• Choose mono or poly unsaturated fats  
 more often than saturated fats to help  
 lower LDL cholesterol and increase  
 HDL cholesterol

• Eat plenty of fruit, vegetables, oats,  
 beans and pulses that help lower  
 cholesterol (if you are following a low  
 potassium diet, then please discuss  
 this with your Renal Dietitian fi rst)

• Avoid replacing fat in your diet with  
 foods high in refi ned sugar (processed  
 foods)

• Maintain a healthy weight and be as  
 physically active as possible

TRY TO EAT LESS TRY TO EAT MORE

Cream based or cheese sauces
Tomato or vegetable based sauces, or 
use a low fat cream cheese to make a 
sauce*

Fatty meat products such as 
sausages, burgers, pate, salami, 
meat pies and pasties

Lean cuts of meat and mince – check 
labels and trim off the fat; chicken and 
turkey with the skin removed
Fish especially oily fi sh like salmon, 
mackerel and sardines
Vegetarian options like lentils, chick 
peas and soya protein

Crisps and savoury snacks cooked 
in oil

Fresh fruit or a handful of nuts and 
seeds*

Full-fat milk, cheese, cream and 
yoghurt

Lower fat dairy foods such as semi-
skimmed or skimmed milk, reduced fat 
cheeses and low-fat yoghurt*

Lard, dripping, ghee and butter

Grilled or dry fried foods
If needed, use vegetable oils, marga-
rines and low fat spreads with a low 
saturated fat content like olive, sunfl ow-
er, saffl ower, corn, soya or rapeseed oil

Foods low in saturated fat
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Recipes

Healthier Baked Vegetable 
Samosa 

Category: Starter/snack serves: 3-4 
Ingredients
1 baking potato (about 225g/8oz 
unprepared weight), peeled and diced and 
then boiled
1 1⁄2 teaspoons olive oil
2 shallots, fi nely chopped
1 small clove garlic, crushed
1 small fresh chilli, seeded and fi nely 
chopped

1⁄2 teaspoon garam masala, or to taste
55g/2oz frozen peas – boiled 
55g/2oz canned chick peas (drained 

weight), rinsed and drained – boiled
2 tablespoons vegetable stock
1 tablespoon fresh coriander, chopped
Freshly ground black pepper, to taste
6 sheets fi lo pastry (defrosted if frozen), 
each about 30x18cm/12x7in in size
2 tablespoons sunfl ower oil, for brushing 
Yellow mustard seeds (optional)

1 Put diced potato in a small pan, cover  
 with water and bring to the boil; simmer  
 until tender.  Drain well; set aside. 
2 Meanwhile, heat olive oil in a non-stick  
 saucepan.  Add shallots, garlic and  
 chilli; cook over a medium heat for 5  
 minutes, stirring occasionally.  Add  
 ground spices; cook gently for 1 
 minute, stirring.  Add potatoes and  
 peas; cook for 1 minute. 
3 Remove pan from heat.  Stir in chick  
 peas, stock, chopped coriander and  
 black pepper; lightly crush potatoes  
      

 as you stir, if desired. Set aside to  
 cool. 
4 Preheat oven to 180°C/fan 16O°C/ 
 gas mark 4.  Cut each fi lo sheet in half  
 lengthways to make twelve 30 x 9cm  
 (12 x 3 1/2 in) strips.  Brush one strip  
 with sunfl ower oil; place a spoonful of  
 cool fi lling on bottom right of pastry  
 strip and fold pastry over fi lling into a  
 triangle. Fold pastry upwards four more  
 times, maintaining a triangular shape;  
 tuck in remaining narrow strip of pastry  
 at end to create a samosa.  Brush all  
 over with a little sunfl ower oil.  Repeat  
 to make 12 samosas. 
5 Place samosas on a non-stick baking  
 sheet; bake for 20-25 minutes or until  
 crisp and deep golden brown.  Serve  
 immediately or cool slightly before 
 serving. 

• TIP: Sprinkle samosas with yellow 
 mustard seeds just before baking.

Nutritional 
information Energy Fat Saturated fat

Per samosa 81kcal 3.8g 0.4g

Per 100g Med Low

% of adult GDA 4% 5% 2%

Lemony salmon pitta pockets 

Category: Starter/snack | Serves: 2 
Ingredients
55g (2oz) Little Gem Lettuce, shredded 
75g (2 3/4oz) cucumber, chopped (about 
1/4 cucumber) 

1 tablespoon reduced-calorie mayonnaise 
1 tablespoon low-fat natural yoghurt 

1 teaspoon fi nely chopped mint leaves 
1/2-1 teaspoon fi nely grated lemon zest, 
to taste 

Freshly ground black pepper, to taste 
140g (5oz) cold poached fresh, skinless 
salmon fi llet, fl aked 
4 mini round pitta breads

1 In a bowl, combine lettuce and 
 cucumber; set aside. In a separate  
 bowl, combine mayonnaise, yogurt,  
 chopped mint and lemon zest, and  
 black pepper to taste.  Add fl aked  
 salmon and mix well. 
2 Slit open pitta breads to make 4 
 pockets. Stuff pitta pockets with salad  
 and salmon mixture. 
3 Serve immediately or wrap and chill  
 until ready to serve for lunch. 

• If serving immediately, the pittas can  
 be warmed briefl y in toaster, if desired.

Recipes are taken and adapted from 
British Heart Foundation

Nutritional 
information Energy Fat Saturated fat

Per portion 285k cals 5.5g 0.3g

Per 100g Low Low

% of adult GDA 14% 8% 1%
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On 28th April 2015, the Royal Free 
London celebrated the official opening 
of its Acute Kidney Unit.  The unit had 
actually been up and running for about 18 
months, so it was now an opportunity to 
show the invited guests how well the unit 
was operating.

Among the guests were a number of 
people who had made generous dona-
tions to the RFHKPA, including patients, 
members of families who had donated 
in memory of friends or family members, 
renal personnel and most importantly 
key executives from the BKPA who had 
donated £100,000 for the purchase of 
equipment.

The BKPA (British Kidney Patient Associa-
tion) is a well established charity working 
to improve the quality of life for adults 
and children with kidney disease. 

They provide information for those with 
kidney disease, grants to help kidney 
patients and families to cover the costs of 
domestic bills, hospital travel, education 
and holidays, financial support to kidney 
units throughout the UK to help improve 
kidney services and patient care.

I recall just over two years ago, reading 
the BKPA annual magazine and realising 
how incredible was the sort of help the 
BKPA could offer.  So I suggested to Chris 
Laing (Clinical lead, Acute Kidney Injury) 
that we should make a business case for 
the additional equipment that was needed 
for the new unit.  That request was suc-
cessful and we are all very grateful for the 
funds that have been donated.

Chris Laing presented information about 
acute kidney injury and explained to the 
attendees how the unit was benefitting 

our patients.  Acute kidney injury is more 
fully explained in the “Think Kidneys” 
article on Pages 6 & 7

Acute Kidney Unit official opening
By David Myers

L-r: Maddy Seeley (Senior Matron), Sally Taber (BKPA), Chris Laing, David Sloman (Chief Exec. Royal Free London), 
Lee Gutcher (Asst. renal ops manager), Tehseena Adamji (AKU sister)

Chris Laing
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The unit’s Sister, Tehseena Adamji and 
Chris Hill also made presentations.
Sally Taber, Chair of the BKPA Trustees, 

made a speech expressing tremendous 
enthusiasm for what has been achieved 
to create this unique ward and express-
ing her confidence with the team running 
the unit.  She also remembered warmly 
her previous experiences including having 
worked at the Royal Free.  Whilst accept-
ing all the changes she had witnessed 
over the years, she recalled a colleague 
and a friend who has survived almost 50 
years as a transplant patient.  So there’s 
hope for many of us!

The unit is quite spacious and provides 
patients with the most up to date 

equipment that aims to ensure patients 
have the best chance of a speedy 
recovery and spend less time needing 
hospital treatment.

Most of the patient rooms face out 
across London giving fantastic views from 
the tenth floor.  There is plenty of room 
for clinicians and admin staff to operate 
efficiently.

Amongst the guests was kidney patient 
and painter Chris Savvides who donated 
his very colourful artwork which adorns 
the corridor of the unit.

Spacious environment for staff as well as patien

Chris Laing welcomes attendees to AKU official opening

Sister Tehseena Adamji

Chris Savvides

Sally Taber
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Renal cancer services at the Royal Free 
Hospital are being expanded over the 
coming year with patients from across 
north and east London and Essex 
receiving care from our specialist team.

Patients with kidney cancer at the 
Princess Alexandra Hospital, Queen’s 
Hospital and King George Hospital in 
Essex and patients at the Homerton, 
North Middlesex University, Whittington, 
Royal London, Barts and Whipps Cross 
Hospitals in north and east London will 
be referred to the Royal Free Hospital for 
their care. Patients from Barnet Hospital, 
Chase Farm Hospital and UCLH have 
already been transferred to the specialist 
team at the Royal Free Hospital over the 
past two years.

Delivering better care 
to patients

Michael Aitchison, renal cancer service 
director, said: “Focusing expertise in 
one place will enable the team to deliver 
better care to patients.  In total we will 
expect to see around 400 patients from 
north and east London and Essex at our 
renal cancer unit this year.  We will be 

working very closely with our colleagues 
at other trusts to ensure that patients 
are supported as they move from the 
care of their local hospital to the Royal 
Free Hospital.”  This is part of a wider 
plan to open specialist centres for cancer 
and cardiovascular patients in hospitals 
across the capital.”

At the Royal Free Hospital care for 
patients with renal cancer will be man-
aged by a multi-disciplinary team (MTD), 
which consists of doctors, nurses and 
co-ordinators who all have specialist 
training and experience in treating and 

supporting patients with kidney cancer.

Surgeons in the MTD also have expertise 
in operating a surgical robot, which allows 
them to be more precise when operat-
ing and in many cases the tumour can 
be removed and the rest of the kidney 
preserved.

Although some patients may initially be 
diagnosed and have some scans carried 
out at their local hospital, they will then 
be referred to the Royal Free Hospital for 
surgery or any other care that they may 
require.

Renal cancer services at the 
Royal Free are being expanded

From l-r: Jonah Rusere clinical nurse specialist, Nicola Rode clinical nurse specialist, Tracy Coyne research nurse, 
David Cullen Lead clinical nurse specialist, Charlotte Winston patient navigator, Janier Morales MDT coordinator
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Robot completes 100 
operations

A robot which is used to operate on 
kidney cancer patients has performed 
100 operations since surgeons at the 
Royal Free Hospital started using it a 
year ago.

The da Vinci robot allows surgeons to 
make smaller and more precise incisions, 
which means that they can perform more 
complex surgery and in many cases a 
tumour can be removed and the rest 
of the kidney preserved. It also allows 
surgeons to perform keyhole rather than 
open surgery, more often.  Patients gener-
ally recover more quickly after keyhole 
surgery than they do following open 
surgery so, because of the robot, more 
of our patients are well enough to leave 
hospital sooner.

All the surgeons who operate the 
£1 million robot are specialists in kidney 
cancer surgery and undergo specialist 
training in order to operate the robot.

Robot means more of our 
patients can keep their kidneys 
Michael Aitchison, renal cancer service 
director, said he was pleased with how 

the robot has performed.  “This surgical 
robot has been a huge success,” he said.  
“We are using it three or four times a 
week.  We can perform more complex sur-
gery and we can perform keyhole surgery 
more often. Additionally we can perform 
delicate suturing to repair the remaining 
kidney.  The robot also means more 
of our patients can keep their kidneys 
because it allows us to remove just the 
tumour, rather than removing the whole 
kidney.”

Kidney patient praises 
“highest level of care”

Andrew Ellis, 48, was referred to the 
Royal Free Hospital at the start of this 

year after he was diagnosed with a kidney 
tumour.  He explains how the Royal Free 
Hospital’s kidney cancer team has cared 
for him over the past few months.
He came in to see the team at the Royal 
Free Hospital in February and discussed 
his treatment with a variety of staff mem-
bers, including surgeon, Faiz Mumtaz, 
and clinical nurse specialist (CNS), David 
Cullen. Mr Ellis said he was delighted with 
his care from the start. “The treatment 
here has been brilliant,” he said.  “The 
staff really took the time to explain things 
to me and they let me ask questions,” he 
said.  “I never felt rushed, even though 
I know they are all very busy. There are 
also lots of leaflets about the surgery and 
what I could expect, so that was really 
helpful.”

“The best thing is that there is a CNS 
who you feel is really looking after you. 
You can call or email them if you have 
any concerns.  I emailed once and David 
called me back half an hour later. That 
just puts you at ease.”  Mr Ellis had 
surgery to remove his tumour in March 
and was able to go home four days after 
the operation. 

3-D magnified images 
of kidneys

Mr Mumtaz carried out the operation with 
the help of da Vinci, a surgical robot. 
He explained that the robot enabled him 
to remove the tumour and only a small 
part of the normal kidney tissue, so that 
as much as possible of Mr Ellis’s kidney 
could be retained.  Mr Mumtaz said: 
“The robot also allows me to see a 
three-dimensional magnified image of the 
kidney which enables me to distinguish 
between healthy kidney tissue and the 
tumour and means the surgery can take 
place safely.  During surgery the blood 
flow to the kidney needs to be stopped so 
we clamp the renal artery.  If this takes 
more than 25 minutes it can affect the 
kidney function.  Because the surgical 
robot allows me to remove the tumour 
more quickly, this reduces the clamping 
time and preserves normal kidney 
function.”

Andrew Ellis
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The Vitality British 10k London Run 
takes place on Sunday 12th July and 
once again this year the Royal Free 
Renal 10k run team will be taking part, 
aiming to raise money to help fellow 
kidney patients.

The British 10k London Run is staged 
on the world’s greatest road race route 
through the heart of central London, 
passing many of the capital’s truly world 
class historic landmarks.  Around 25,000 
runners from all over the UK and over-
seas will mix and match with thousands 
of charity and corporate team fun runners 
of all abilities raising millions of pounds 
for worthy causes.
The start on Piccadilly outside the Guards 
& Calvary Club will be dressed once 
again with Union flags - as will the finish 
on Whitehall just north of the Cenotaph.  

Landmarks passed include the Bomber 
Command memorial on Piccadilly with 
Wellington Arch at Hyde Park Corner 
forming the backdrop.  The next landmark 
is St. James’s Palace, then on to 
Trafalgar Square and Nelsons Column.  
From here runners pass Golden Jubilee 
Bridge, St. Paul’s Cathedral, the Battle of 
Britain memorial on the Embankment with 
the imposing London Eye as a back drop.
After crossing over Westminster Bridge 
runners perform a u-turn adjacent to the 
London Eye heading back towards the 
Houses of Parliament and Westminster 
Abbey.  After circling Parliament Square 
runners head towards the finish line on 
Whitehall, past the entrance to Downing 
Street, then the Cenotaph, finishing at 
the junction of Royal Horse Guards with 
Banqueting House. 

Ben and Elia Geoghegan
Our RFHKPA team this year is smaller 
than in previous years and is headed 
up by father and daughter Ben and Elia 
Geoghegan.  Ben’s wife, Valerie is one of 
the newest members of our KPA commit-
tee and one of her first opportunities to 

help our charity was to encourage her 
husband and daughter to help raise funds 
for our fellow kidney patients
Please take a moment to sponsor the 
team.  It’s really easy - you can donate 
online by credit or debit card at the 
following address:  
www.justgiving.com/
royalfreekidney10krun

And you can donate by Text to 70070. 
Text RFKP55 and the amount you want to 
donate for instance £10 or £25 or £50.

Kushi and Kushboo Gujral
In August 2009, Kushboo was diagnosed 
with end stage renal failure and had to 
undergo dialysis daily at the young age of 
16.  With the support of the Royal Free 
Hospital renal team Kushboo was able to 
have a live donor transplant in November 
2009, a kidney generously donated by her 
grandmother.  Since then there have been 
ups and downs, but all in all Kushboo 
is very well and has all the support she 
could ever ask for from family, friends 
and the RFHKPA.  She is now studying to 
become a dietitian so she can help those 
with similar medical conditions. 

Kushi and Kushboo will be running the 
British London 10K run and say “any 
donation, no matter what the size, will 
make a significant difference to the 
RFHKPA.”

www.justgiving.com/kushboo-kushi-gujral/

Please support our Royal Free      
London 10k Run team

Kushi Gujral running in the 2014 race
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Benefits 
The NKF Advocacy team receive a range 
of enquiries concerning benefits includ-
ing: Disability Living Allowance (DLA under 
16’s), Personal Independence Payment 
(PIP) and Employment Support Allowance 
(ESA) in particular – the financial stress 
and hardship for many in our commu-
nity is unabated.  We note a continued 
variation in decision making across the 
country in assessments and have been 
working with a range of patients often 
securing successful results at tribunal 
hearings. 

We use a range of external agencies for 
information and guidance to support this 
side of our work and where patients are 
able to advocate for themselves we sug-
gest www.benefitsandwork.co.uk www.
turn2us.org.uk and www.citizensadvice.
org.uk for sources of information and 
help.  We also stress the importance 
of contacting your local MP who can 
provide support.  As a result of increasing 
demand in this area the Advocacy team 
is seeking further professional training 
from www.disabilityrightsuk.org later this 
month.

 

Employment 
Staying in employment for many working 
age patients either on dialysis, with a 
transplant, or facing the side effects of a 
declining kidney function can be difficult, 
the pressure of scrutiny and prejudice can 
be relentless.  We would advise patients 
to share their problems with friends, fam-
ily their healthcare team and approach 
the services of their regional advocacy 
officer who will be able to add further 
support, advice, information and guidance 
– we strongly believe in sharing problems 
and are more than happy to help, having 
secured an individual’s job most recently. 

Dialysis Away From Base 
(DAFB) 

A 12 week public consultation began 30th 
January on the commissioning arrange-
ments for dialysis away from base, also 
known widely as dialysis holidays, 
www.engage.england.nhs.uk/consul-
tation/specialised-services-policies/
user_uploads/dafb-commissioning-policy-
27814.pdf after which point we believe it 
will be adopted as policy in England.  The 
consultation closed at the end of April.  
The NKF hope this will be a precursor to 
similar transparency of standards of com-

missioning arrangements in other nations 
of the UK, but know there is still work to 
be done on achieving greater capacity 
in popular holiday destinations which is 
often the first barrier for patients. 

Home Dialysis Cost 
Reimbursement 

The NKF is collaborating with the Renal 
Association to achieve long overdue 
updated guidance on Home Dialysis 
Cost Reimbursement in order to achieve 
transparent, consistent and fair prac-
tice across the UK.  We understand 
that this piece of work is high priority. 

If youhave home dialysis and have any 
questions, please contact Linda Pickering 

lindapickering@btconnect.com 
www.kidney.org.uk
Helpline 0845 601 02 09 
e-mail: helpline@kidney.org.uk

NKF Advocacy Services



22 RFHKPA JULY 2015

John Hopewell – The British surgeon who 
pioneered both dialysis and transplanta-
tion as treatments for chronic kidney 
disease

John Hopewell, who has died aged 94, 
was a pioneer of the treatment of kidney 
failure by dialysis and, later, by transplan-
tation.  Hopewell was appointed a consul-
tant surgeon to the Royal Free Hospital in 
Hampstead in 1957, when haemodialysis 
machines that cleansed the blood of toxic 
impurities were just becoming available. 
Isolated centres had started to use these 
early machines in cases of reversible 
acute kidney failure.

A regime of repeated haemodialysis
Hopewell’s vision was to develop a unit 
in which it would be possible to treat 
irreversible or chronic kidney failure by a 
regime of repeated haemodialysis – 
followed, where appropriate and possible, 
by kidney transplantation, another form 
of treatment that was then in its infancy. 
Kidney transplantation had first been 
performed in Britain at St Mary’s Hospi-
tal, Paddington, in 1955, but all the 
operations failed (apart from those be-

tween twins) because of the new organ’s 
rejection by the recipient’s immune 
system.

An effective immunosuppressant drug 
in animal experimentation
Shortly after being appointed to the Royal 
Free, Hopewell met a young surgical 
registrar, Roy Calne (later Professor 
Sir Roy Calne), who wished to pursue 
research into methods of controlling the 
rejection response.  Hopewell arranged 
for Calne to carry out studies at the Royal 
College of Surgeons research department 
in Downe. 

Calne demonstrated that the chemical 
agent 6-mercaptopurine was an effec-
tive immunosuppressant drug in animal 
experimentation.  This finding led to its 
being used by Hopewell, in 1960, 
in the first British live donor, non-sibling 
kidney transplant using an immunosup-
pressant that had been shown to be 
effective in animal trials.  Subsequently 
Calne continued his work in the United 
States, leading to the adoption of Azathio-
prine, a derivative of 6-mercaptopurine, 
as the drug which opened the door to the 

worldwide development of transplantation.

The first maintenance dialysis service
Meanwhile, in 1958 Hopewell had 
persuaded the Royal Free to purchase 
an early haemodialysis machine from 
America.  Two years later he was joined at 
the hospital by Dr Stanley Shaldon, and 
with the arrival of successful synthetic 
tubular shunts which allowed long-term 
vascular access, the first maintenance 
dialysis service in Britain was established 
in 1961.

This successful treatment in cases of 
chronic renal failure led to its widespread 
use, and Hopewell decided to delay the 
reintroduction of renal transplantation 
until 1968, by which time he had a team 
of clinical and laboratory experts headed 
by Dr John Moorhead.  He was aided by 
rapid advances in transplant science and 
immunology, with Azathioprine playing 
a major role.  The subsequent success 
of the kidney transplant programme at 
the Royal Free was also largely due to 
Hopewell’s meticulous operative tech-
nique and acute surgical judgment; he 
attracted referrals from colleagues in both 
Britain and abroad.

After his appointment as a consultant sur-
geon at the Royal Free he started its first 
department of urological surgery. Having 
helped to establish the British Transplan-
tation Society in 1972, he was elected its 
first treasurer.  He was president of the 
Fellowship of Postgraduate Medicine; of 
the urology section of the Royal Society 
of Medicine; and of the Chelsea Clinical 
Society.

John Hopewell married twice.  With his 
first wife, Natalie, he had a daughter, 
Valentina, and a son, Richard, who was 
killed in a car crash in 2008.  Natalie died 
in 1975, and in 1984 he married Rose-
mary Radley-Smith, who survives him.
John Hopewell, born December 1 1920, 
died January 14 2015

Courtesy of The Daily Telegraph

Tribute to ground breaking doctor



DIARY DATES 

KPA COMMITTEE MEETINGS
July 6th, Aug 3rd, Sept 7th., Oct 5th.
(Sept 7th will be alternative venue, ring KPA for details)

CAN I HAVE A KIDNEY TRANSPLANT?
Education session for kidney patients & families
14th July & 16th Sept. 6.00 - 8.00 pm
The Atrium, Ground floor, Royal Free Hospital 

DAY TRIP TO MARGATE
Sunday 26th July
Reservation fee: Adults £8 Children (up to age 12) £4

Contact: Nii Plange 07725 347 925

Louis Toussaint 020 8205 5682

Andy Forbes (Chairman)  01442 262767

Caryl Bryant (Secretary)  020 8411 6268

Jill Slann (Membership Secretary)  020 8886 1483

Louis Toussaint

(NKF & Edgware Representative)  020 8205 5682

Nii Plange   07725 347 925

Jaycinth Ekineh

(Tottenham representative)

Bina Doshi   020 8440 0504

David Myers (President) email:   rfhkpa@gmail.com

Newsletter Editorial Team: David Myers (Executive Editor)
Jill Slann, e-mail: r fhkpa@gmail.com
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If you have kidney disease, you may have 
been prescribed a phosphate binder to 

prevent the dangerous phosphate build 
up that can lead to a heart attack or 
stroke.  Phosphate binders are very effec-
tive in doing this, but only if taken exactly 
as prescribed.  For example, phosphate 
binders must always be taken with a 
snack or meal, as they work by attach-
ing to phosphate released from food and 
removing it from the body.  A phosphate 

binder must also be used with a low 
phosphate diet.  This FREE App helps you 
to take your phosphate binder exactly as 
prescribed by your healthcare team. 
It does this by keeping track of the phos-
phate in your daily food and drinks, and 
providing helpful reminders of what you 
need to do in terms of phosphate binder 
intake. 

Renal Buddy® is now available online 
and through the Apple & Google Play App 
stores.  This FREE website & App 
endorsed by the NKF helps you keep track 
of the phosphate, sodium, potassium, 
calcium and fluid levels in your daily food 
and drinks.  Renal Buddy also provides 
you with useful reminders so you don’t 
forget to take your phosphate binder as 
prescribed. 

If you would like to find out how Renal 
Buddy works, feel free to register as a 
new user at www.renalbuddy.co.uk or by 
installing Renal Buddy on your mobile 
device.

Let Renal Buddy help you
manage your daily phosphate intake

W E L C O M E  T O  R E N A L  B U D D Y



Living life to the full
The NKF Patients’ Conference 2015

The Hilton Hotel, Reading.  Friday 9th – Sunday 11th October

TOPICS INCLUDE

•PRE-DIALYSIS CARE

• THE VITAL PART PRIMARY CARE   
 PLAYS IN THE LIFE OF A RENAL   
 PATIENT

• THE BENEFITS OF EXERCISE

• YOUNG PATIENTS SPEAK ON    
 WHAT THEY WANT FROM OUR    
 CARE SYSTEM

• LAWRENCE KEOGH RETURNS TO  
 TALK US THROUGH SOME ‘RENAL DIET 
   COMPATIBLE’ ALTERNATIVES TO JUNK  
 FOOD

• HOW WE BENEFIT FROM THE 
 RENAL REGISTRY

You will have access to a display suite 
in which KPAs and associated support 
services – holiday dialysis fi rms, 
companies developing new dialysis 
technology and equipment, partner 
charities – display their wares and have 
experienced representatives to talk to 
you, and, of course the NKF Advocacy 
and Helpline Team will all be there 
to answer your questions.    
  
To book your place or for more 
information call: 
Louis Toussaint 020 8205 5682 


