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Brother and sister - Ben & Chantal Bryant
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by Andy Forbes, Chairman RFHKPA

Chairman’s Update

The RFHKPA continues to assist patients 
in need and fights well above its weight. 
We always have renal patients’ best 
interests at heart.
Discussions are underway with the renal 

team to improve Renal Patient Support 

Services at all of our units.  The aim is to 

upgrade the quality of social services and 

additional support e.g. housing etc., 

to improve the overall quality of life for 

patients.  More information on this topic will 

be provided as the programme develops.

At the March KPA committee meeting, we 

agreed the activities for patients for the 

year, including our usual summer day trip, 

this year the destination is Margate. Look 

out for the posters advertising these events 

and come along, relax and enjoy yourselves 

or you can help us to provide for the occa-

sion.

Renal Transplant App
Eamonn Costello of Medical View is 
designing a smartphone app initially for 
transplant patients and we need your help 
to test the system.  It will only require a 
few minutes of your time to test the app 
on your mobile.  The primary goals of the 
development include:

• Medication reminders 

• Visualise your measurement data - 
 and see trends
 o with links to Patientview

 o links to wearable devices for home  
 measurements (such as blood 
 pressure monitors)

• Clinic appointments and reminders

• Reduce adverse drug interactions

If you are interested in taking part in this 
valuable test to help others, please e-mail 
me your name and mobile number and 
Eamonn will contact you.  Please send 
your details to rfhkpa@gmail.com 

Funding our patient events
I am in the process of asking companies 
to sponsor some of our activities e.g. the 
massage therapy service, summer day 
trips, and summer garden tea party, etc.

Do you know of a company or business 
that would be prepared to sponsor (or 
part sponsor) some of our events?  If you 
do then please forward their details to me 
at rfhkpa@gmail.com 

We need to source funding for all of our 
activities, so do try to get involved in 
our fund raising events so that we can 
improve the quality of life for our renal 
family.
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by David Myers

Launch of the new Patient 
Transport Service 

On March 1st, ERS Medical became the 
new provider of the hospital’s non emer-
gency transport service.  In my role as a 
Governor of the Royal Free London NHS 
Trust, I have played a significant part in 
the specifications of the contract that ERS 
will be expected to meet.  Without going 
into all the details, I want a significantly 
improved service for all our patients, but 
in particular for our dialysis patients. 

Patients should spend 
less time waiting for transport
I have listened for too long to the 
complaints of many regular users of the 
patient transport service and it has been 
a goal of mine to make sure that patients 
spend less time waiting for transport and 
that patients have a much better, con-
sistent service.  We know that our renal 
patients are getting fantastic care and 
treatment but for some users of the trans-
port service, the experience of the superb 
care given is spoilt  by the standard of 
the transport service.  We will be looking 
to ERS to change patients’ perception of 
what has previously been a service of un-
acceptable standards.  For ERS to meet 
the standards required they will need the 
help of Royal Free admin staff to be able 
to provide accurate information on dialy-
sis patients’ details, correct mobilities, 
treatment ready times, etc.  

Patients need patience!
During the early days of the new contract, 
patients really do need patience whilst 
ERS admin gets to grips with the require-
ments of our patients.  We shouldn’t 
expect everything to go smoothly from day 
one as a new transport service provider 
has much to contend with.  Some of 
the drivers who work for the incumbent 
transport will be moving over to ERS; this 
is a legal requirement called TUPE.  ERS 
will also be employing a number of new 
drivers so many of these will have to get 
used to where patients live, they need 
to get used to the habits of patients and 
then get used to the routes and traffic 
problems.  ERS admin will also need to 
get to grips with the needs of our various 
dialysis units.  So it will take a good few 
weeks for things to settle down.  On 
the positive side, one of the transport 
providers who have provided excellent 
services for some of our dialysis units, Q 
Despatch, will be an integral part of the 
ERS service, so this will be an important 
element of continuity for the new service. 

You must report problems
For many years, the KPA has listened to 
patients’ complaints about the transport 
service and we have spent many hours 
writing to transport management for 
explanations or investigations into why 

transport has failed.  We have played 
our part in sorting out solutions for long 
suffering patients and we have helped 
change transport rules and arrangements 
to benefit our patients.  But we have seen 
that the only way that Royal Free Trust 
management reacts effectively to regular 
transport complaints is when they can 
see the “official” number of complaints 
registered with PALS (Patient Advice and 
Liaison Service).  This involves patients 
having to call the PALS office straight 
after a problem so that the PALS team 
can investigate. 

PALS personnel are always very caring 
and can be relied on to provide help and 
information.  So patients need to know 
that you should take your complaints 
and concerns direct to PALS; the KPA will 
only intervene in the unlikely scenario 
that they have not found resolution.  The 
message is, do not be scared to report 
a transport complaint.  Complaining will 
NOT affect your right to the service.  
The renal team understands that many 
dialysis patients using the transport 
service are already quite ill and do not 
need to suffer additional aggravation or 
inconvenience.
Transport problems can’t be solved 
if management does not know about 
them. And the only way to solve 
problems is to bring them to the 
attention of PALS. 
Tel: 020 7472 6446/6447
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by mum, Caryl Bryant

Successful brother and sister 
live kidney donor transplant

Our son Ben suffered sudden chronic 
renal failure in 1986 at the age of 10. 

Never one to do things by halves, Ben 
was taken ill when we as a family lived 
in Hong Kong and the most senior renal 
consultant on the island was on holiday 
in Hawaii.  His condition deteriorated 
rapidly and he and I were fl own back to 
Great Ormond Street Hospital where his 
illness was diagnosed as Goodpasture’s 
syndrome, which is a type of auto-immune 
disease.  Ben was fi rst treated on the 
Blue Peter ward and was their fi rst patient 
to arrive after his visitors, cards and 
presents.  We also brought with us a 
large sum of money organised by the 
crew on the fl ight back from Hong Kong.

Ben’s treatment involved haemo-dialysis 
and plasma exchange along with a move 
from GOSH to the Royal Free Hospital 
in Hampstead, which became our new 
home.  The RFH used to have a children’s 
ward, Riddell, on the sixth fl oor and the 
majority of its patients were renal.  
Doctors Baillod and Trumpeter eventually 
stabilised Ben’s condition and when we 
went home, Ben was carrying out CAPD 
(Continuous ambulatory peritoneal dialy-
sis).  Ben gradually went back to school 
and the rest of the family came home 
from Hong Kong.

Ben became a normal 
boy again

On 16th December, 1987 Ben received 
a cadaveric kidney from a 7 year old girl 
who was a perfect match for him.  The 
operation was performed by Ossie 
Fernando.  This transplant settled down 
and Ben became a normal boy again.  He 
did all the things which a normal young 
person would do such as going to Univer-
sity (away from home) in Birmingham.  

He also did some less usual things and 
in 2002-2003 spent a year sailing around 
the world with the Clipper Race.  His boat 
was the London boat and he turned the 
family and our friends into a ‘drug cartel’ 
as his next set of drugs needed to be 
taken to each of the countries he visited 
during this year.  True to form his year 
involved the outbreak of SARS during 
which Ben was back in Hong Kong and 
had to be fl own home until the boats were 
ready to leave Hong Kong.  Spot the com-
mon denominator!  

First transplant patient to 
circumnavigate the globe

His year was trouble free after this and he 
is still one of only a handful of transplant 
patients who are ocean sailors.  He was 
the fi rst transplant patient to circumnavi-
gate the globe, although only just as there 
was another transplant patient on one of 
the other boats who was also a round-the-
worlder and about an hour behind Ben.

Ben’s transplant starts to fail
Ben went on for 24 years with his trans-
plant coping with meningitis, chicken 
pox, steroid psychosis and several other 
problems which he and his kidney took 
in their stride.  Unfortunately, Ben’s 
drugs were changed and he had a severe 
reaction to the new drug regime.  This 
damaged his kidney and it started to fail. 
Two years ago, we were warned that Ben 
would need to go back on dialysis and the 
transplant list.  Last year, in June, Ben 
started on APD (Automated peritoneal 
dialysis) and we became used to a new 
method of dialysis.

On 16th December, 1987 Ben received 
a cadaveric kidney from a 7 year old girl 
who was a perfect match for him.  The 
operation was performed by Ossie 

and Ben became a normal boy again.  He 
did all the things which a normal young 

sity 

the world with the Clipper Race.  His boat 
was the London boat and he turned the Chantal (4) Ben (7)

Ben sailing the Pacifi c –on the leg from Hawaii to Japan
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Ben’s sister Chantal contacted the Living 
Donor nurses Bethan and Alison and was 
eventually confirmed as a perfect match 
for her brother.  Chantal, who is a farm 
vet, is extremely healthy – her cholesterol 
is lower than any of the renal doctors.  
They did ask her to lose a little bit of 
weight as it is safer to have a general 
anaesthetic if you are smaller.  She and I 
went on a diet together – Chantal reached 
her target weight long before me.  Mind 
you in my defence I have had my weight 
longer!

Not quite a Christmas present 
but close enough

In December, the renal unit confirmed 
that 7th January would be D Day – not 
quite a Christmas present but close 
enough.  The operation went ahead on 
the 7th and the medical care and treat-
ment were absolutely first class with 
many of the medical staff going above 
and beyond what is expected of them.  
Ben’s transplant was performed by Bimbi 
Fernando (I do hope there is another Fer-
nando in the offing in case he ever needs 
a third transplant).  Mr Neil Banga, who 
removed Chantal’s kidney by micro 
surgery, looked after them both after the 
operation.  Chantal is allergic to dairy 
products, so Mr Banga went out of his 
way to find Chantal some jam sandwiches 
without butter so she would not go 
hungry!

Ben’s new kidney settles in well
 
Ben’s new kidney worked immediately and 
the graph of his blood results showed just 
how well it had settled into its new home.  
The morning of the operation Ben’s creati-
nine was just under 700 but eight hours 
after the operation, his level was 190 
and is still dropping.  Within a day he had 
reached 102 and his levels now fluctuate 
between 92 and 110.  We have not seen 
levels like this since he was taken ill in 
1986. The graph looked like a cliff face 
and we are thinking of having it framed.

Chantal was allowed home 
two days after the operation

Some of the staff were calling his new 
kidney a super kidney.  Meanwhile Ben 
wanted his ipod and phone back and 
was getting used to eating cheese and 
other previously banned foods.  Chantal’s 
levels are almost the same as before the 
transplant – her remaining kidney appears 
not to have noticed that anything has 
changed.  Chantal was allowed home two 
days after the operation and Ben followed 
her on the fifth day. 
 
Since then they have both done really 
well.  Ben is beginning to get back to 
some sort of routine and Chantal has 
gone home to Derbyshire and was ready 
to start work on 9th March.  Ben’s blood 

results are now all normal, for the first 
time since he became ill at age of 10. 
The renal unit is very pleased and we 
are cautiously optimistic.  He is on fewer 
drugs now than before and is glad that 
his steroids have been reduced as they 
did cause him to put on weight.

There were some issues with 
administration

The medical care they received was excel-
lent but there were some issues with 
administration that need to be addressed.  
I raised them at the February KPA com-
mittee meeting which was attended by 
David Curran, the lead nurse for renal 
transplantation.  David is going to discuss 
these concerns with the renal transplant 
team so that future transplant patients 
will benefit from some of the suggestions 
for improvements discussed. 

It was bad enough when Ben was in and 
out of hospital but waiting around for 
the two of them after their operations 
was something else.  It is easy to think 
that the dire warnings given pre-op are 
unlikely to happen but the operations 
were completed at the end of the day and 
we did not know where they were or what 
was happening.  Because of the lack of 
information given to us at the time, we 
feared the worst possible outcome could 
have happened.  However, all turned out 
well and my husband Dudley and I are 
very grateful for the expertise and care 
given to our two children.

Families are wonderful things!
As a final comment – one of Chantal’s 
friends asked her if Ben was being excep-
tionally nice to her – her reply was he was 
rude to me straight after the operation 
when we were both together in the 
recovery room.  Families are wonderful 
things!  We are proud of both of them.

Caryl Bryant is a long standing member 
and currently Secretary of the RFHKPA

Ben and Chantal - the day after the operations
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Th e Renal Unit of St. John & 
St. Elizabeth’s Hospital.  End of an Era.

The Hospital of St John & St Elizabeth 
(J & E) is the UK’s premier catholic 
hospital. Founded in 1856 by the Sisters 
of Mercy, an order of nuns who worked 
with Florence Nightingale in the Crimean 
war, the Hospital pioneered the use of 
advanced nursing techniques to help 
the sick, the dying and the needy in the 
local community.

Now, over 150 years later, the nuns have 
gone, but their ethos remains at the heart 
of what is regarded as a unique London 
hospital.  Although it is an innovative 
private hospital, it is also a registered 
charity.  Nowhere else does the work of 
a private hospital invest in supporting 
charitable services in the way that the 
Hospital of St John & St Elizabeth’s does, 
with St John’s Hospice being their main 
benefi ciary.

The renal unit was opened by the Royal 
Free’s Professor John Moorhead in 1979 
and initially cared for private patients 
from the Middle East and Africa who had 
no dialysis facilities in their own country. 
The initial dialysis equipment was 
second–hand Dylade B3 machines 
supplied from the Royal Free hospital 
and rebuilt by technician Alan Johns.  The 
dialysers used were amongst the fi rst 
disposable fl at plate artifi cial kidneys 
available. Alan also ran the fi rst private 
ambulance service from the hospital and 
ferried patients directly from the airport 
to J&E. When demand increased, the unit 
was refurbished and equipped with brand 
new Gambro machines.

In 1988 the renal unit was used by 
approximately 24 Turkish patients who 
dialysed with us for about two years until 
centres were built in their home towns. 

Also during this time Mr Ossie Fernando 
and Dr. Rosemarie Baillod were involved 
in kidney transplants and creating dialysis 
access.  When the Turkish patients left, 
we provided services for St Marys, St. 
Georges, Kings and Guys hospitals and 
started to take Royal Free patients from 
1993.

We started initially as their fi rst satellite 
unit with 18 Royal Free patients and over 
the years had a maximum of 61. 
Consultants from the Free who have 
looked after them have included Dr
Baillod, Dr Davenport, Dr Wheeler, Prof 
Powis, Dr Lachmann, Dr Gillmore and 
Dr Crawford. Michelle Powley began 
managing the unit in 1994 and Richard 
Furminger took on the role of technician 
in 1987.

By 2008 the renal unit ‘Nightingale’ 
ward was looking a little tired and dowdy 
and the dialysis equipment was nearing 
the end of its useful life.  The hospital 
invested a considerable sum of money 
into purchasing new Fresenius 5008 ma-
chines and a state of the art pure water 
R.O. and pre-treatment plant. 

The ward was re-designed and fi tted out 
for 14 stations with an additional two 
spare machines.  Twilight shifts and 
on-line HDF treatment was started.

Sister Catherine McAuley

Florence Nightingale

The Sisters of Mercy

by Michelle Powley (Renal unit manager, St John & St Elizabeth’s hospital)
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A fantastic bunch of nurses have also 
graced the renal unit over the later years, 
including Terry, Rita, Jurgen, Miryam, Mur-
ray, Emma, Fiona, June, Jurgen, Marsha, 
Sibyl and some who are there still, Phil-
ipa, Tiby, Lizzy, Tandi, Ariel, Amor, Vijay, 
Maggie, Karen, Lucy and Stefano. Kerry 
and lately Ali have been the ward clerks 
helping to organise patient transport and 
co-ordinate the service.

Richard is still there and, as well as 
looking after the dialysis equipment, he 
provides the staff with home grown fruit 
and vegetables and is the designated 
expert when it comes to decorating the 
Christmas tree. 

Finally, I’m still at J&E’s looking after the 
wonderful patients and staff for the final 
few months of the Renal Unit. We have 
strived to provide the best care possible 
in a happy, friendly and comfortable envi-
ronment which was recognised when we 
were nominated and won an Excellence 
award for our outstanding patient centred 
care. We have all really enjoyed getting 

to know our patients and their families 
and hope that we can all keep in touch. 
The unit closing will be the end of an era 
of working with the Royal Free. I sincerely 
hope that 2015 will bring us all health 

and happiness and I wish everyone that 
we have known the best for the future.
With thanks to Richard Furminger, Philipa 
Johnston & Alan Johns for providing 
information.

Michelle Powley Richard Furminger

From l-r: Michelle, patient Harvey Lubin, Lizzy, Tiby & Stefano
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From l-r: Michelle, Richard, patient Lydia Anicete, Lizzy & Tiby

From l-r: Tiby, Lizzy, patient William Tackie and Michelle
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by David Myers, President & Treasurer RFHKPA

RFHKPA Update
I would like to 
take this oppor-
tunity to thank 
everyone who has 
donated
funds to the 
RFHKPA charity 
over the last year. 
This includes 
everyone who 
has volunteered 

to organise or take part in fundraising 
events.  It also includes all the members 
of families and friends who have donated 
funds in memory of their loved ones who 
have passed away.  I want to mention a 
few of those kind and generous people.

Raising money for 
kidney patients

Elizabeth Udoh is currently a long stand-
ing popular dialysis patient and her
daughter, Ekaete Ikeyina, along with two 
friends, Beulah Irele and Sophia
Egbuniwe, took part in the North London 
half marathon on 15th March.  Ekaete
says “The RFHKPA is a charity close to 
my heart because my mum is a kidney
patient and her chances of having a 
transplant are slim - her antibodies may
reject a transplanted kidney.  We appreci-
ate RFHKPA for the good work they are 

doing for mum and other kidney patients. 
Please support us in raising money for 
this great cause, by clicking on the link.
God bless you all.” 
www.justgiving.com/Ekaete-Ikeyina
By the time of the race day, Ekaete, Beu-
lah and Sophia had raised £1690. Well 
done ladies.

Equipment donation 
for Barnet

Gloria Deller 
was a long 
standing 
dialysis 
patient at 
our Barnet 
dialysis unit
who sadly 
passed away 
in late 2014. 
Sister Kate 
Shaw told us 

“Sadly one of my beautiful patients has 
died. Gloria was a true delight and I will 
miss her greatly.”

Her daughter Laura said “Thanks to every-

one at Barnet for their kind words
and for the marvellous care that Sister 
Kate Shaw and her team have given
mum over the last 15 years. You have 
truly made my mum’s uncomfortable
life far more tolerable for her. She had 
nothing but the utmost respect for you
all and often told of how hard you all work 
and how lovely you were to her.”

Laura arranged a Justgiving page for 
donations to be made in memory of her
mother and the total collected £1,355 
(£1,693 incl. gift aid) will go towards
buying a piece of equipment for the 
Barnet unit. It is hoped that a suitable
ECG machine can be purchased with the 
funds.

Expansion of 
Mary Rankin unit

During April, our Mary Rankin Dialysis Unit 
sees further expansion with the opening 
of a third unit on the upper floor which will 
concentrate on patients who can carry 
out a degree of self care dialysis. This will 
also allow for the increasing demand for 
dialysis treatment amongst North London 
patients.

Ekaete, Beulah & Sophia

Elizabeth Udoh
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At long last, the “out of date” internet 
service that was previously provided by 
the RFHKPA has now been upgraded to a 
new Wi-Fi service, The Cloud, which has 
been paid for by the Royal Free Charity 
Fund.  Our patients should now receive 
a seamless and more powerful service 
which will suit the layout of the three 
areas where patients receive their 
treatment.

Patients attending clinic appointments at 
the Royal Free will also be able to access 
The Cloud Wi-Fi service in the waiting 
areas of the third fl oor as well as in other 
clinic areas.

Where are all the 
patient voices?

In our last Newsletter, I talked about the 
need for more patient voices to be heard 
in our committee meetings and to be able 
to play a part in how Royal Free patients 
communicate with renal management.  

I’m pleased to be able to say that we did 
get an immediate response from four in-
terested patients who attended our March 
committee meeting.  We still want more 
of you to get involved so please contact 
us if you want to join our monthly com-

mittee 
meetings.  
I’m also 
grateful 
to Chris 
Lewis, a 
lead clini-
cal nurse 
special-
ist in our 
Peritoneal 
Dialysis 
Unit, who is 
making sure 

all new PD patients are being given our 
RFHKPA “Here to Help kidney patients” 
leafl et and encouraged to join the KPA. 
All kidney patients are automatically 
members of RFHKPA, but unless they 
register with our secretary, we don’t know 
who they are and how to contact them.  
rfhkpa@gmail.com

NHS England responds to 
Patient feedback on dialysis 

commissioning
Many patients who have been worried 
about the way in which dialysis services 
are to be delivered in the future will be 
pleased to hear that NHS England has 
said that it has listened to patients and 

clinicians and would continue national 
commissioning of specialist renal and 
morbid obesity services in 2015/16.  It 
said it will keep under review whether to 
transfer responsibility to clinical commis-
sioning groups, but any changes would 
not happen before April 2016.

Commenting on the decision to continue 
commissioning specialist renal services 
at a national level, Richard Jeavons, 
Director of Commissioning Specialised 
Services at NHS England said:  “We all 
want what is best for patients, and we 
have listened extremely carefully to their 
views and those of CCGs.  For the time 
being we will continue to directly commis-
sion these services, which will give us 
head room to work through the proposals 
in more detail and address the issues 
that have been raised with us.”

NHS England has launched a new con-
sultation about how it will prioritise which 
specialised services and treatments 
to invest in.  In carrying out a public 
consultation, NHS England will ensure the 
principles and process for making these 
decisions are well informed, evidence-
led and in line with the expectations of 
patients and the public.  The consultation 
which was scheduled to last for 90 days 
commenced 27 January 2015.  Richard 
Jeavons said:  “We want to ensure pa-
tients have access to the very best 
innovative, evidence-based treatments 
and services that are being developed all 
the time.  We need to get the most out of 
every pound for the benefi t of patients. 
They asked us to consult on the prin-
ciples and process behind making these 
decisions, which is exactly what we are 
doing.”

NHS England is also undertaking an 
engagement exercise to seek views on 
which specialised services should be 
prioritised for ‘service reviews’ as part 
of a rolling programme of reviewing how 
each specialised service is delivered. 
NHS England is writing to all providers of 
specialised services, Clinical Reference
Groups and associated patient groups 
seeking their views on where to concen-
trate efforts over next 12 – 24 months. 
A number of engagement events and 
workshops are also being planned.

mittee 
meetings.  
I’m also 
grateful 
to Chris 
Lewis, a 
lead clini-
cal nurse 
special-
ist in our 
Peritoneal 
Dialysis 
Unit, who is 
making sure 
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Dialysis patient Gwendoline Lewis 

with her uncle

Dialysis patient Catherine 
Stronach (on the right) with 

a friend
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Come to one of our KPA Committee 
meetings. You might find it interesting!

The Royal Free KPA committee meets 
every month, usually on the first Mon-
day of the month at 7.15 pm, in The 
Atrium at the hospital. Refreshments 
and snacks are provided. All kidney 
patients along with partners or family 
are welcome.

Our January meeting was a good 

example of how interesting these meetings 

can be. Chairman Andy Forbes sets the 

agenda and apart from the regular items on 

the agenda, such as reviewing the minutes, 

the Chairman’s Update news and the Trea-

surers report, we had two guest speakers 

and a committee member who came to 

inform the gathering of 16 people valuable 

information that helps to make committee 

members well informed patients.

Successful brother and 
sister transplant

Our first speaker was long standing commit-

tee member and current charity secretary, 
Caryl Bryant.  Caryl has been a valuable 

senior member of the KPA 

committee for many years and was first in-

volved when her son Ben had suffered from 

a chronic kidney disease from a young age 

and had a transplant.  His transplant even-

tually failed but the good news was that in 

December, Ben’s sister Chantal had 

donated her kidney to her brother and 

Caryl was pleased to be able to report that 

both were doing extremely well. 

Caryl was able to report that the medical 

care and treatment was absolutely first

class and she singled out the surgeon, 

Neil Banga, for the wonderful way in which 

he looked after Ben and Chantal after the 

operation.  However Caryl was also able to 

highlight elements of the admin process 

relating to the time both Ben and Chantal 

were being prepared prior to their opera-

tions and during the immediate recovery 

time.  David Curran, the lead nurse for 

renal transplantation was present and 

will be able to relate the concerns back to 

the renal transplant team so that future 

transplant patients will benefit from smooth 

admin.

Patient and carer involvement 
and engagement

Next was guest speaker Sarah Harwood.

Sarah is currently working at Kidney 

Research UK as a Patient Involvement 

Coordinator.  She is responsible for 

patient and carer involvement and engage-

ment in projects and committees associ-

ated with the charity and she can provide 

the support and tools needed to complete 

their role. 

Sarah is also a patient who crash landed 

into kidney failure aged 18 and went 

straight onto dialysis at St Helier Hospital in 

South West London. She was lucky enough 

to get a transplant almost eight years ago.

    

Sarah told us “I have just been looking at 
your recent newsletters and I have to say 
I am extremely impressed. The content is 
fantastic and I love the layout. It is also 
clear from the newsletter how passionate 
you all are about patients and how they 
should have a voice in their own treat-
ment. That’s why I wanted the opportunity 
to come down and meet you all, to find 
out a little bit more about your KPA, how it 
works and to introduce myself to you and 
let you know what I do.” 

You can read about one of Sarah’s 

projects later in this Newsletter.

Peer Support Group
Our second guest speaker was David 

Curran.  One of the many tasks that David 

looks after in his role as lead nurse, renal 

transplantation, is the Peer Support Group. 

This is a group set up to train kidney trans-

plant patients and their partners to be able 

to voluntarily support potential transplant 

patients and their relatives. This is re-

ally valuable work which gives transplant 

patients the opportunity to be able to talk 

about their experience of kidney disease 

and its treatments, and practical knowledge 

of day to day issues. When we sit down and 

talk about our experiences, no two patients 

have had exactly the same experience and 

the renal team have heard from so many 

patients things like “I wish I had known 
that before I had the operation.”

by  David Myers

Ben and Chantal Bryant

Sarah-Louise Haywood

Caryl Bryant
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This service complements the roles of the 

professional members of the renal team.

The Peer Support Group is preparing a 

programme that tries to pair potential trans-

plant patients with appropriate support 

patients. 

Our picture shows David Curran (left) with 
two members of the Peer Support Group, 
transplant patient Val Parker with her 
partner Paul Watkins, who donated his 
kidney to her.

So please come and join us at one of 
our committee meetings.  There is 
always plenty to discuss.  We are 
always interested to hear more about 
your views and concerns.  Dates are 
printed in the Diary Dates section of 
this Newsletter.  If you want to raise 
any issue, please contact our Chair-
man, Andy Forbes. rfhkpa@gmail.com

Whether you are a kidney patient yourself, a carer or just a friend 
who would like to support the RFHKPA in its work 
supporting Royal Free kidney patients, please consider 
making an annual donation to the RFHKPA. 
Just send us your name and address (or simply fi ll in this form) and 
post it, together with your donation to the RFHKPA at
RFHKPA, 7 Consort Lodge, 34 Prince Albert Road, 
London NW8 7LX

All donations will be acknowledged.
Cheques should be made payable to RFHKPA

Full name

Address 

          Post code

Tel                                                    Amount donated £                                                  Date

The section below is optional - please ignore if you do not want the RFHKPA to re-claim tax.  
If you are a UK taxpayer, and complete the following Gift Aid Declaration, as well as the form above, 
the RFHKPA will be able to reclaim the tax on all donations you make to the RFHKPA 
Declaration: I am a UK taxpayer and want the RFHKPA to reclaim the tax on all donations I make on or after the date 
of this declaration.  My tax bill this year will be more than this donation.  Please tick as appropriate

I am: a patient      carer       friend      If you are a patient, please tell us the name of your renal unit:

Signed, sealed and delivered on: Date

Signature

Note: Remember to notify us if you no longer pay an amount of income tax or capital gains tax equal to the tax we reclaim on your donations

Become a Friend of the RFHKPA



13RFHKPA APRIL 2015

by Sinead Burke, Clinical Lead Dietitian, Royal Free Renal and Diabetes Team
Meet the Royal Free Dietetic Team

Renal dietitians are qualified profession-
als, degree trained to advise on manag-
ing your diet whilst considering all your 
medical problems, including your CKD, as 
well as your social situation (housing, job, 
family environment).  At the Royal Free, 
our renal dietitians see patients with 
chronic kidney disease in clinics at each 
of our kidney care units.  Sometimes 
we will refer you to other services, for 
example weight management programs in 
the community, or the diabetes team, as 
appropriate. 

If you have specific concerns, for ex-
ample, needing to gain or lose weight, 
lower your blood pressure or advice on a 
modified potassium or phosphate diet, 
you will be referred to a renal dietitian in 
the unit by your nurse or doctor.  You can 
also ask your nurse or doctor to refer you 
to a renal dietitian if you have questions 
to ask about following a healthy diet for 
your kidneys. 

The contact number for the Renal 
Dietitians is: 020 7830 2616

Enjoying a renal diet
In this issue we have been thinking about 
the tips we have tried and tested over the 
years to cook those favourite foods whilst 
making modifications which are appropri-
ate for a renal diet.  Acknowledging that 

not one diet fits all people with CKD, we 
have tackled a common recipe used in 
the UK, giving examples of how you can 
enjoy food whilst following a ‘renal diet’. 
You may wish to try one or more of these 
modifications, and think about how they 
can be applied to other favourite dishes.

From L-R, Rachel Nandy, Rebecca Walker, Sinéad Burke, Manasi Desai, Emily White
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Spring Chicken Makeover
(Our modifications of a BBC goodfood 
recipe)

Spring Chicken Casserole (serves 4)

Ingredients:
1 tablespoon olive oil
8 chicken thighs, skin on and bone in
Skin the thighs for a lower fat alternative.
1 onion, sliced
200g streaky bacon
Half the amount of bacon and use a lean 
option (lowers the salt, fat and phos-
phate)
1 carrot, chopped
Whilst frying onion and chicken for the 
stew, par boil the chopped carrot and new 
potatoes for 5-7 minutes in a separate 
pot, before draining and adding to the 
dish (lowers potassium)
2 large spring greens, shredded
Swap spring greens for 3 baby gem 
lettuces, washed and shredded (lowers 
potassium)
600ml chicken stock
Swap your usual stock for reduced salt, 
very low salt stock or just plain water. 
If you use plain water, add 2 bay leaves 
and a tablespoon of finely chopped fresh 
rosemary, thyme or dried mixed herbs (re-
duced salt option).  Reducing the added 
liquid to 450-500ml is also possible with 
this recipe if you are on a fluid restriction.
300g baby new potatoes
Peel and par boil with the carrots before 
adding to the stew (lowers potassium)
2 tbsp crème fraiche
2 tbsp basil pesto
Pesto is a source of potassium, phospho-
rus and sodium, due to the basil, 
parmesan and pine nut combination. 
However if you stick to the quantity rec-
ommended here, the amount per portion 
is small.  Wholegrain (seeded) mustard is 
lower in potassium and phosphate than 

pesto, but higher in salt.  This could be 
used in place of the pesto for a variety on 
this recipe, but with all sauces/dressings, 
remember not to exceed 1 tablespoon per 
day. 
Crusty bread to serve (optional)

This recipe feeds at least 4 people, so 
equates to about half a tablespoon of 
pesto/mustard per person

Method (using our modifications)
1  Heat the oil in a large, heavy based  
 pan with a lid.  Brown the chicken  
 thighs all over.
2 Meanwhile, bring a saucepan of 
 water to the boil and boil the carrots  
 and potatoes for 5-7 minutes, adding  
 the lettuce for the final 2-3 minutes.  
 Drain the cooking water.
3 Remove the chicken thighs (keep them  
 warm by covering).  Chop the bacon  
 and cook with the onion in the pan for  
 5 minutes until the onion is softened.
4 Return the chicken back to the pan  
 with the reduced salt chicken stock,  
 or with plain water, 2 bay leaves and  
 a heaped tablespoon of herbs (as  
 above). Season with black pepper.
5 Bring to the boil and then reduce  
 and simmer for 20 minutes.  Add the  
 boiled, drained vegetables and 
 continue cooking until everything is  
 well cooked (about another 10-15  
 minutes)

Stir in the crème fraiche, and wholegrain 
mustard, and serve immediately, with or 
without the bread.
Other top tips for modifying recipes...
When making a dhal, stew, soup or stir 
fry, soak or pre-boil all vegetables and 
lentils if you are following a low potas-
sium diet.  For example, soaking lentils 
overnight and thoroughly rinsing them in 
fresh water before including in a dish; 
boiling beans, carrots and broccoli prior 

to including in a stir fry.
Use a salt free spice mix, or individual 

spices mixed with a little oil to brush onto 
meat, chicken or fish for a lower salt 
marinade.  Paprika is great for this and 
very versatile as it tastes good with pork, 
beef, chicken and fish!
If you love fish pie, but are following a 

low phosphate diet, choose one oily and 
one white flesh fish option for your recipe, 
but skip any prawns, scallops or other 
shellfish additions which will increase the 
phosphate content!  You can also swap a 
little of the cheddar in your recipe’s sauce 
for a soft white cream cheese which is 

lower in phosphate and works really well.
Draining tinned tomatoes of their juices 
before using in curries or pasta dishes 
reduces the potassium content, but also 
the liquid content of the dish, eliminating 
the need to add tomato paste to thicken 
(which is high in potassium).

Courtesy of BBC goodfood 
www.bbcgoodfood.com/
recipes/3074684/spring-chicken-onepot
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A great way to tell us more 
about our patients

On a recent visit to the dialysis unit at 
St John and St Elizabeth hospital, I was 
impressed by a wonderful idea that was 
on display on the patients’ notice board. 
Patients had supplied photos of them-
selves either from the time when they 
fi rst started dialysing or from photos from 
their past.  Alongside the photos were 
details about their job, hobbies, interests, 
preferred type of book and music tastes, 
details of their family and notes on their 
renal history.  This really was a revealing 
and interesting way of letting staff, fellow 
patients and visitors learn a bit more 
about the people being dialysed. 
It also shows a more human element and 

highlights individual personalities.  So 
well done to nurse, Stefano Rubertelli, 
who initiated the “I am” photo infocards 
and spent a lot of time collating all of the 
information.

I knew that Carol White had been a long 
standing patient, but her picture card 
told me that she had started dialysis in 
1979 and she has had four transplants 
and “lots of operations” since being on 
dialysis.  Carole’s hobbies include horse 
riding, animals and puzzles. She has a 
love of music covering R & B, 80s, 90s 
and soul music.  She has a very sup-
portive family.  Her mum and sister do 

everything for her.  And her two nephews 
and a niece help her too.     
These photo infocards are a wealth of 
information.

I knew that Sidney Benjamin was an 
amazing 102 year old man, but here was 
a photo of a debonair man in his twen-
ties, looking like a fi lm star! I learnt that 
Sidney was a watchmaker and a 
“Horologist”. I had to look that word up 
– a person who studies the art or science 
of measuring time.  His interests include 
old fi lms and he said his business was 
his life. Sydney started dialysis when he 
was 96!

highlights individual personalities.  So everything for her.  And her two nephews 

by David Myers
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I have met Stephanie Vogel and her 
delightful husband Michael when they 
have come along to our KPA Commit-
tee meetings.  Stephanie’s photo card 
showed her in her younger days as a 
really cute looking young lady and I’m 
sure she and Michael made a dashing 
young couple when they fi rst married.  

Stephanie’s hobbies are knitting and 
reading.

I met up with William Tackie on a recent 
visit to the unit.  William’s photo info-
card showed a photo of him when he 
fi rst started dialysis in 1998.  On the 
photo, William looks like a young Michael 

Jackson, so it was no suprise to read 
that he loves creating music, listens to 
Michael Jackson records, enjoys playing 
video games and he entered the X-Factor 
in 2009.  His other interests are football 
and girls! William has eight siblings. 
You would never fi nd out this stuff just 
saying hello to William during a unit visit.

Transplant donor uses her ‘special talent’
to raise funds for RFHKPA

In the last issue of the RFHKPA News-
letter, we told you about a successful 
kidney transplant for Simon Cook in 
August 2014.  Simon and his wife, Elaine 
Thomas-Jefferies, were part of a three-
way pairing scheme for shared kidney 
donation.  Elaine told us  “In my heyday I 
was a fl orist and every Christmas I make 
and sell Christmas wreaths and 

decorations for charity. This year the RFH-
KPA was my chosen charity”.

Our picture shows Elaine at the stall she 
had at Duke of York Square in Chelsea. 
Below and alongside are examples of 
Elaine’s magnifi cent work.

Thank you Elaine. Your donation of £200 
will go towards helping our fellow Royal 
Free kidney patients.  We wish you and 
Simon continued good health.
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by Charlotte Mallindine MPharm MSc   Renal Pharmacist, Royal Free London NHS Foundation Trust

What I tell my patients about 
generic medicines

Most medicines are called by two or 
more different names: a generic (or non-
proprietary) name, such as paracetamol, 
and a brand (or trade) name, such as 
Panadol®. This can be confusing. 

The generic name is the approved name 
of the medicine and is often linked to the 
class of medicines to which it belongs, 
while the brand name is the name given 
to the medicine by the manufacturer. 
The brand name is often easier to spell or 
pronounce than the generic name, and is 
intended to be more memorable for mar-
keting purposes.  For many medicines, 
both the generic and the brand names 
appear on the packaging. 
For newer medicines, the brand name 
may be the most prominent name on the 
box, but the generic name must also be 
shown, although sometimes it will be 
found to be in much smaller text.

How are medicines regulated? 
In the UK, the Medicines and Healthcare 
Products Regulatory Agency (MHRA) is the 
government agency that ensures that all 
medicines are safe, effective and of high 
quality.  Before a medicine can be pre-
scribed or sold, the MHRA must assess 
whether it meets these standards.  If it 
does, then the MHRA issues a marketing 
authorisation (previously called a product 

licence) to the manufacturer. 

What are generic medicines? 

It costs a great deal of money and takes 
many years of laboratory and clinical 
research to discover and develop a new 
medicine.  Therefore, in order for phar-
maceutical companies to recoup their 
research and development costs, new 
medicines are patented for a number of 
years. During that time, the developing 
manufacturer is able to determine the 
price of the medicine, and other pharma-
ceutical companies are not allowed to 
produce it.  When a medicine’s patent 
expires, any regulated pharmaceutical 
company can manufacture that medicine, 
which is referred to as a generic 
medicine.  As the manufacturers of 
generic medicines have no research and 

development costs, and marketing of the 
medicine has already occurred, they are 
able to charge a much lower price.  Some 
generic medicines also have a brand 
name, which is different to the original 
brand name.  They are referred to as 
branded generics. 

Advantages of generic 
medicines

 
Due to rigorous monitoring by the MHRA, 
most generic medicines are so similar to 
the original branded medicine that there 
are no clinical differences between them. 
This means that, although the tablets may 
have different shapes or colours, they 
have the same effect.  For the NHS, the 
major advantage of generic medicines is 
that due to competition between manu-
facturers, the cost of generic medicines 
is often much lower than that of branded 
medicines.  Because of this, apart from 
a small number of exceptions where 
switching products may affect treatment, 
doctors are encouraged to prescribe 
all medicines by their generic name, so 
that the NHS does not pay a premium 
for the branded medicines.  Due to to 
the large amounts spent on medicines 
each year by the NHS, these savings can 
have a significant effect on NHS budgets. 
Another advantage of generic medicines 
is that, if for any reason a manufacturer is 
unable to supply a medicine, patients are 
still able to obtain their medicines from 
other manufacturers and do not need to 
switch to a different medicine or interrupt 
treatment.
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Disadvantages of generic 
medicines 

While generic medicines have advantages 
for both patients and the NHS, they also 
have disadvantages compared with brand-
ed medicines.  Manufacturers of generic 
medicines often produce large batches of 
a single medicine at a time, rather than 
a steady stream of multiple medicines. 
This means that, although pharmacies 
order the same medicine each time, they 
may receive generic medicines produced 
by different companies.  As a result, the 
packaging and tablets may look differ-
ent from month to month, which can be 
confusing for some patients.  For the 
vast majority of medicines, there are no 
big differences between the branded and 
generic versions, and it is safe to switch 
between them as often as is needed. 
However, for some medicines, switching 
may be more difficult.  This is particularly 
the case for medicines where the level 
of drug in the blood must be maintained 
within a narrow range.  If the level is 
below the range, the medicine is ineffec-
tive; if it is above the range, the risk of 
side effects is high.  These medicines are 
said to have a narrow therapeutic window; 
patients taking such medicines should 
not be switched between branded and 
generic versions without monitoring.

Switching between branded 
and generic medicines 

Which medicines should be prescribed 
by brand?  The MHRA specifies that 
certain medicines should be prescribed 
by brand – this may be the original brand 
or a branded generic if one is available. 
These medicines include those with a 
narrow therapeutic window.  Patients 
who are taking them often need regular 
blood tests to make sure that the correct 
level of drug is maintained in the blood. 
Other types of medicines that should be 
prescribed by brand are some modified or 
controlled-release preparations, certain 
medicines that need to be administered 
with devices, such as insulin pens, and 
medicines with a combination of ingredi-
ents, such as multivitamin supplements. 
If you are taking a specific brand of 

medicine that should not be switched to a 
generic medicine, your doctor or pharma-
cist should advise you of this when it is 
first prescribed to you.

When should a switch 
to a generic medicine be 

monitored? 
For most renal patients, the medicines 
that should not be switched without 
careful monitoring are some of the newer 
immunosuppressant (anti-rejection) medi-
cines, as they have a narrow therapeutic 
window.  Examples of immunosuppres-
sants with their generic and brand names 
are shown in the table above. Some 
issues have arisen in the last few years, 
as the patents of several widely used im-
munosuppressants expired and branded 
generics became available.  Initially, GPs 
often prescribed these medicines by their 
generic names.  This meant that pharma-
cies dispensed whichever version was 
in stock at the time, (either the original 
brand or a branded generic), so the ver-
sions of the medicine dispensed to the 

patient might have changed.  As differ-
ent brands of the same medicine can be 
absorbed into the bloodstream slightly 
differently, in some patients, the level of 
immunosuppressant in the blood was not 
kept within the correct range, leading to a 
few cases of transplant rejection or over-
immunosuppression. 

Examples of immunosuppressant medicines and 
their brand and generic names 

Generic name Original brand name Branded generic name

Ciclosporin
Neoral®
Sandimmune®

Capimune®
Capsorin®

Mycophenolate mofetil Cellcept®
Myfenax®
Arzip®

Mycophenolate sodium Myfortic® None currently available

Sirolimus Rapamune® None currently available

Tacrolimus Prograf® 

Adoport®
Capexion®
Perixis®
Tacni®
Vivadex® 

Tacrolimus 
(prolonged-release) 

Advagraf® None currently available
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Immunosuppressants that have a narrow 
therapeutic window, and thus should 
not be switched without careful monitor-
ing, include ciclosporin, sirolimus and 
tacrolimus.  

As branded generic versions of tacrolimus 
and ciclosporin are now available, many 
transplant units have chosen to switch 
patients from the original brand to a 
branded generic medicine because of the 
lower cost.  At the Royal Free, transplant 
patients are prescribed with Adoport, 
the branded version of Tacrolimus, which 
can be supplied by a homecare delivery 
service, to ensure consistency of supply. 
To prevent rejection or over-immunosup-

pression, this switch must be supervised 
by a transplant consultant so that the 
level of medicine in the blood is main-
tained within range.  Monitoring usually 
involves a blood test taken between one 
and two weeks after switching from one 
version to another.  In most cases, no 
change in dose is needed, but in a small 
number of patients (around 5%, in my ex-
perience), a dose adjustment is required. 
To confi rm that the new dose is correct, 
another blood test needs to be taken be-
tween one and two weeks after the dose 
adjustment. 

Which medicines can be 
switched to generics without 

monitoring?
 

You will fi nd that the patents of many 
of the medicines that you may be tak-
ing, such as omeprazole (a medicine to 
reduce the amount of acid produced by 
the stomach), expired many years ago. 
This means that you may have been 
switched from the branded to the generic 
version without noticing any difference.  
For medicines that have been a common 
treatment for a long time, such as aspirin, 

you may never have taken the original 
branded version.  Mycophenolate mofetil 
is a very commonly used immunosup-
pressant, and several generic versions 
are available.  Although the amount of 
mycophenolate mofetil absorbed into 
the bloodstream may differ slightly be-
tween the original brand and the generic 
versions, this is not usually clinically 
relevant.  This means that the level of 
mycophenolate mofetil in the blood is 
not usually monitored and patients can 
be switched without additional monitor-
ing.  However, if you have been switched 
between different versions of mycopheno-
late mofetil, you should inform your renal 
consultant.

This article appeared in the British 
Journal of Renal Medicine (2014/15) 
Volume 19 No: 4
Copyright ©Hayward Medical 
Communications 2015.
Charlotte Mallindine is currently on 
maternity leave until Summer 2015.

If you are a kidney patient or a friend or relative of a kidney 

patient, please consider joining the RFHKPA.  All kidney patients 

of the Royal Free hospital are automatically members of 

RFHKPA but until you register with us, we won’t have your email 

or home address to be able to contact you.

By joining your KPA, not only will you enjoy social and 

information events but you can become involved in infl uencing 

your care in your renal unit.  You will also receive free copies 

of the National Kidney Federation (NKF)’s quarterly magazine 

Kidney Life.

Please send your name, address, postcode and details of 

which unit you attend, by email to rfhkpa@gmail.com 

or write to the 

RFHKPA Membership Secretary, 62 Hawthorn Avenue, 

Palmers Green, London N13 4JT

Join the (RFHKPA) Kidney Patient Association
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The kidney transplant team at the Royal 
Free are passionate about delivering the 
best care and services to their patients 
and their families. We work hard to make 
sure we are using the best, up-to-date 
assessments and treatments and that we 
are looking after patients in a holistic and 
compassionate way. 

As part of that, we are aware that we 
need to hear about the experience of 
preparing for and having a transplant. 
Did patients and their families feel they 
had adequate information and advice? 
Were they looked after in a kind and car-
ing way? As well as meeting the medical 
needs, did the transplant service meet 
their “human” needs? What could we 
improve in the way we do things? 

We have asked these and similar ques-
tions at previous events and meetings 
and are starting to see what it is like 
through the eyes of the person having 
the transplant. Staff have found it mov-

ing and constructive to hear the stories 
of individual patients, which they do not 
always have time to do in a routine clinic. 
Sometimes a small thing (e.g. making 
sure we tell the waiting relatives the 
patient is out of theatre and all has gone 
well) can make a difference. We heard 
that we are not always very good at intro-
ducing ourselves, so we are trying to do 
this more diligently. 

Patients have enjoyed and valued coming 
to our events to revise their knowledge 
about immunosuppressive drugs and the 
issues they (and we) need to think about 
post transplant. We also try to share 
information about services patients can 
access beyond the transplant clinic. We 
would like as many patients and their 
relatives to come and participate in the 
meeting. 

Please come and share your experience 
of having a kidney transplant
and help us improve the service.  

Learn more about living with a transplant 
– and about the drugs you have to take

To book your place contact: 
joannehenry@nhs.net or 
david.curran1@nhs.net 
Direct line tel: 0207 472 6605

Tuesday 12th May 
2015 6.00-8.30pm

The Atrium, 
Royal Free Hospital

 PROGRAMME

 6.00  Introduction: David Myers                 

 6.10  Transplant service update: 

   Dr Gareth Jones 

 6.20  Why come to tranplant  

   clinics?    

   Transplant Nurse 

   Specialists David Curran/

   Jo Henry 

 6.40  Transplant drugs: 

   Professor Caroline Ashley 

 7.00 –7.45 

   Patient experience 

   feedback:       

   Small group discussion 

 7.45-8.00 

   Review and close

A feedback and education event for kidney transplant patients and their families
at the Royal Free London hospital

How was it for you?



21RFHKPA APRIL 2015

A message from Sarah Harwood – Patient Involvement Coordinator

Patient and Carer 
Involvement at Kidney Research UK

I am the 
patient 
involvement 
coordinator. It 
is my role to 
facilitate pa-
tient involve-
ment right 
across Kidney 

Research UK. I am here to recruit and 
support all patients and carers who wish 
to volunteer with us.

As a patient myself, I know the impact 
kidney disease has on people’s lives. 
I was 18 when I had kidney failure and 
I was put straight onto haemodialysis 
as well as needing plasma exchange 
treatment. I was lucky enough to get a 
transplant over eight years ago.  It is 
because of my experiences that I wanted 
to be a part of Kidney Research UK, to 
contribute to the life-changing research 
taking place.  Patients and carers are key 
to that research.

What is patient and carer 
involvement?

Putting patients and families at the 
heart of our research
Patient and carer involvement is an ac-
tive partnership between patients and 
researchers where research is carried out 
“with” or “by” patients rather than “to”, 
“about” or “for” them.  No longer simply 
the subject of the research, patients are 
able to get directly involved at all stages 
of the research process.  Giving patients 
this voice is essential.  Quite simply, 
active patient and carer involvement can 
lead to better research, which in turn 
leads to improved treatment and care of 
people living with kidney diseases.

Research is only worthwhile if it makes a 
difference to people and families.  Patient 
and carer involvement increases the qual-
ity and relevance of the research, creating 
a much greater impact.  There are many 
ways for patients and carers to contribute 
to our work through sharing their perspec-
tives and experiences.  Whether joining 
our Lay Advisory Committee, getting 

involved in the planning and conduct of 
a clinical trial or becoming a part of a 
Patient Support/Advisory Group, people 
can contribute towards our work across 
the UK.

In the national research agenda, there 
is now a growing expectation that all 
research projects will have appropriate 
patient and carer involvement.  We recog-
nise this at all stages of our research, 
with the overall aim to generate a change 
in the perception of research to develop 
more valuable and beneficial treatments 

and care.  No matter how brilliant the 
research or the researcher, patients and 
carers always offer unique, invaluable in-
sights.  Patients are the key to research. 
It is for them and about them, so it 
follows it should involve them.  Their 
advice when designing, implementing and 
evaluating research, helps to reshape and 
clarify the studies so as to make them 
more relevant and effective.

PIVOTAL – improving 
dialysis care

PIVOTAL is a four year clinical trial facili-
tated and funded by Kidney Research UK, 
looking at the use of intravenous (IV) iron 
in new haemodialysis patients (less than 

12 months on dialysis) to determine the 
optimum strategy for the safe use of IV 
iron in treating anaemia.

We have established a Patient and 
Carer Support group to provide support 
throughout the study.  This group current-
ly consists of seven patients and carers 
and they will act as advocates for the 
research project.  In the coming months 
they will be raising awareness of research 
and its value among patients and carers 
in their local areas.  They will provide 
support and understanding for patients 

and research nurses as well as gathering 
feedback, particularly from the patient 
perspective, to help inform the research, 
improve practice and care, and potentially 
help boost recruitment into the trial. 
For more information please go to our 
website 
www.kidneyresearchuk.org/pivotal

This is just one way patients and 
carers can get involved but we have a lot 
of other exciting opportunities and are 
always working on new projects so please 
contact Sarah Harwood at 
patients@kidneyresearchuk.org 
for more information.
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By Elena Karneeva (Russian photographer

Children and animals cuddle 
in adorable photos
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by Jeannie Wurz, swissinfo.ch

A new e-organ donor card app 
developed in Switzerland

A mobile app has been developed in 
Switzerland by Jocelyn Corniche to help 
address a nationwide organ shortage.  
The new donor card function is believed 
to be a world first. 

The app allows donor information to 
automatically display on the home screen 
of smartphones brought into an emer-
gency room – even if the screen is locked. 
Anaesthesiologist Jocelyn Corniche of 
Lausanne University Hospital worked on 
the Echo112 app with support from Swis-
stransplant, the organisation in charge of 
organ allocation in Switzerland.
“We hope that this new technology will 

contribute to a significant increase in 
the number of people who state their 
preferences with regard to organ dona-
tion,” said Swisstransplant director Franz 
Immer. “We’re convinced that a digital 
strategy is needed to alert the public to 
the lack of a sufficient number of donor 

organs.”

Users can state on their 
timelines that they supported 

organ donation
Each year in Switzerland 100 people who 

are in need of an organ, die and more 
than 1,000 are currently on the waiting 
list for a transplant.  It’s not the first time 
Swisstransplant has taken to technology 
to improve organ donation. In a 2012 
campaign it partnered with Facebook, 
which allowed users to state on their 
timelines that they supported organ dona-
tion. Swiss donors were able to follow a 
link from Facebook to order a donor card 
from Swisstransplant.

People in need of emergency 
services can notify the nearest 

rescue service of their 
whereabouts

The new electronic donor card builds on 
an existing Echo112 app, also developed 
by Corniche. Echo112 enables people in 
need of emergency services to notify the 
nearest rescue service of their where-
abouts by pressing a button on their 
smartphone. It has been downloaded by 
more than 350,000 people in Switzer-
land.

Switzerland’s donation rate – 12.8 per 
million inhabitants in 2013 – is one of the 
lowest in Europe; it’s one third the rate 
in Spain (at 35.3 per million the highest 
in Europe) and one half the rate in France 
(24.8 per million). 
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DIARY DATES 

KPA COMMITTEE MEETINGS
April 13th, May 11th, June 1st, July 6th 
Held monthly on a Monday evening at 7.15 pm.  
All renal patients are welcome to attend
The Atrium, Ground floor, Royal Free Hospital

KPA SUMMER GARDEN TEA PARTY
Provisional Date
Sunday June 14th 1.30 - 4.30 pm
The Garden Room, North Bank, Muswell Hill Methodist Church, 
28 Pages Lane, Muswell Hill, N10 1PP

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/Treasurer) email: rfhkpa@gmail.com

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



Royal Free Kidney patients are invited 
to a Day Trip to

M A R G A T E
Sunday 26th July

All kidney patients and families, and nursing staff 
are welcome.  Pick up points to be advised.

Reservation fee: Adults £8 Children (up to age 12) £4

To book your place or for more information
Call/text: Nii Plange 07725 347 925
Call: Louis Toussaint 020 8205 5682

Michaela Dynott (MRU) 07944 409 942
Contact: Jaycinth Eki at Tottenham

Registration closes when coaches are full,
 or latest 28th June


