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

JANUARY 2016

Newsletter
Are religious beliefs

aff ecting organ donation?



22 RFHKPA JANUARY 2016

RFHKPA Update
By David Myers President RFHKPA, Governor Royal Free London Hospital NHS

Happy New Year 
to you all. I hope 
that 2016 brings 
many new kidney 
transplants and I 
hope that those 
of you having 
dialysis treatment 
stay as healthy as 

possible throughout the year.

Thanks to all of you who have donated 
so generously during the last year, to 
provide benefits and assistance to our 
many kidney patients.  We haven’t got 
space to mention everyone, but can I 
say a big thank you to the friends and 
family of Fatemah Soleymani who donated 
funds that enabled us to purchase an ice 
dispenser machine in her memory, for the 
use of her fellow patients at our Edgware 
dialysis unit.

Fatemeh Soleymani (1944-2015) was 
a dialysis patient at the Royal Free 
Hospital since 2000. Sadly she passed 
away on 2nd April 2015.  She will be 
missed greatly by her family, friends, staff 
and fellow patients and will always be 
remembered for her kind heart, smile, 
generosity and her determination to stay 
positive in life despite all the difficulties 
and illnesses.  May she rest in peace.

Calling Malawi
Our thanks to Dr Aine Burns for providing 
a very moving article about some of the 
great work that our Royal Free doctors 
have been carrying out in an underfunded 
hospital in Malawi. Go to pages 4, 5 & 
6 and be prepared to be affected by the 
detail. If you are moved enough to want 
to help donate funds, we can ensure 
funds are put to good use. We are also 
looking to set up links between our KPA 
and the local KPA in Blantyre, Malawi. If 
you are interested in getting involved and 
sharing information, please contact us via 
rfhkpa@gmail.com

Patient Power
One of my hopes for the coming year is 
that we get to see more of you at our 
monthly committee meetings and we 
also want to hear more of your voices. I 
was very encouraged to see such a large 
attendance at our recent KPA AGM but 
what we really need is more of 

you wanting to play a part in helping to 
fashion the type of care and treatment 
that will improve the experience for all of 
our kidney patients.

Transport Issues
2015 has been a very disappointing 
time for those patients using the non 
emergency patient transport service. 
As many of you will know, not only do 
I represent patients on the Royal Free 
Patient Transport and Policy Group, but 
as a Governor I have been the leading 
voice on ensuring that trust management 
has been fully aware of how our patients 
have seriously suffered from the very 
poor service that out transport
service provider has been providing. As 
I write this, major changes are being 
planned and whilst I cannot see the trust 
being able to provide a service that our 
dialysis patients deserve, I do anticipate 
an improvement in the overall service.
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A few weeks ago, I attended a 
presentation by Robby Berman, the 
founder of an organisation called the 
Halachic Organ Donor Society.  (Halachic 
- the collective body of Jewish religious 
laws derived from the written and oral 
Torah).  I was struck by his style and 
moved by how he described the work 
he is carrying out in trying to change 
orthodox religious attitudes to organ 
donation. I  wanted to find out more about 
his work, so a few days later, I met with 
Robby over lunch, and found out more 
about his organisation.

If you go to Robby’s organisation website 
www.hods.org you’ll see that his mission 
statement is “To save lives by increasing 
organ donations from Jews to the general 
population (Jews and non Jews alike).  
The HODS goals are 1) To educate about 
the different halachic and medical
issues concerning organ donation.  2) 
To offer a unique organ donor card that 
enables Jews to donate organs according 
to their halachic belief. 3)  To provide 
rabbinic consultation and oversight
for cases of organ transplantation."

Eight lives saved
On the positive side, I was told about a 

10-year-old Jewish boy who was injured 
in a car accident in New York City.  Upon 
arrival at the hospital he was declared 
dead.  The HOD Society facilitated 
consultation with several rabbis and his 
family ultimately chose organ donation. 
Eight lives were saved.  Then there was 
a 21 year-old Jewish girl in a New Jersey 
hospital who was stricken with meningitis 
and declared dead.  Her secular parents 
contacted the HOD Society to learn about 
the halachic issues surrounding organ 
donation.  The HOD Society enlightened 
the parents about the different halachic 
positions.  Consequently, the parents 
donated their child’s organs.  Six lives 
were saved.

Organ donation not allowed under 
Jewish law
But on the negative side, Robby told me 
about circumstances both in New York 
and in Israel, where after someone had 
died and the family either wanted to 
donate the organs of the person who had 
died or indeed the person had signed 
up to an organ donation system, after 
consultation with their rabbis, the rabbi 
concerned had told the family that organ 
donation was not allowed under Jewish 
law. 

Historically, death was not particularly 
difficult to define from either a legal 
or halachic standpoint. Generally, all 
vital systems of the body respiratory, 
neurological, and circulatory would fail 
at the same time and none of these 
functions could be prolonged without 
the maintenance of the others. Today, 
with major technological advances in life 
support, particularly the development of 
respirators and heart-lung machines, it 
is possible to keep some bodily systems 
“functioning” long after others have 
ceased. 

“Brain-stem death” has gained 
increasing acceptance
Since we no longer face the inevitable 
simultaneity of systemic failures, it 
has become necessary to define with 

greater precision and specificity which 
physiological systems are indicators of 
life and which (if any) are not, especially 
in light of the scarcity of medical 
resources and the pressing need for 
organs for transplantation purposes.  
Over the past 20 or so years, the concept 
of “neurological death” commonly called 
“brain death,” “whole brain death” or 
“brain-stem death” has gained increasing 
acceptance within the medical profession 
and among the vast majority of courts in 
the modern world.  Whether this standard 
comports with halacha is a matter 
of great controversy among rabbinic 
authorities.  To the extent the patient is 
halachically alive, removal of an organ is 
viewed as tantamount to murder. 

So while orthodox religious leaders say 
that even if a person is “brain dead”, the 
organs cannot be touched while the heart 
is beating.  The non orthodox leaders are 
comfortable with the idea that if a person 
is “brain dead” they will not be restored 
to life and that their organs can be used. 
This latter group believe it is a “mitzvah” 
(a blessing) to be able to give life when all 
hope of life has gone.

How many other religious 
leaders are having an impact 

on organ donation?
The on-going controversy surrounding 
religious views on organ transplantation 
made me wonder how many other leaders 
in other religions are also having an 
impact on a family or person’s already 
made decision to donate organs.  We 
don’t have enough organs to be able to 
satisfy the demand.  We have to decide 
for ourselves if it is right to deprive up to 
eight people the opportunity to survive, 
each time a potential donor is prevented 
from donating his or her organs.  Bringing 
views up to date to reflect technological 
advances is crucial for many of us 
waiting for a successful organ transplant.

Are religious beliefs 
affecting organ donation?

By David Myers 
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Royal Free renal doctors helping to save lives
in an underfunded Malawi hospital

Royal Free renal unit staff has been 
building links with a fl edgling renal unit 
in Blantyre, Malawi’s Queen Elizabeth’s 
hospital. 
The association has been gathering 
momentum in recent years.  Two train-
ing registrars (Dr Gavin Dyer and Dr Rhys 
Evans) have spent three and one year 
respectively working in Blantyre.  Both 
have helped to identify and treat patients 
with acute kidney failure thus saving 
many lives.  Amazingly, despite a massive 
resource shortage, they have managed 
to play a big part in setting up a haemo-
dialysis unit which now has fi ve dialysis 
machines.  Currently, there are 16 chronic 
dialysis patients.  During 2015 to date 
eight acute kidney injury patients have 
been treated and recovered. The average 
age of these patients is 32. Another 21 
were identifi ed but could not be treated 
because of lack of space or because they 
needed to be treated with continuous 
dialysis rather than intermittent dialysis. 

Only patients who live close to the unit 
can be considered for chronic treatment.

Unfortunately, the lack of resources 
means that the patients lucky enough to 
get treatment can only dialyse twice per 
week.  Many more that do not get the 
opportunity to dialyse die, either in the 
hospital, or are sent back to their villages.  
There are only two surgeons at QECH who 
can perform fi stula operations but they 
are so busy with trauma cases and other 
emergencies that dialysis fi stula surgery 
is very hard to achieve and vascular 
access is also a big problem.  

Only patients who live close to the dialy-
sis unit can be considered for chronic 
treatment.  Kidney biopsies and renal 
transplantation are not available.
 
The population of Malawi is approximately 
18 million and the Blantyre renal unit is 
one of only two centres in the country 
where dialysis can be provided without 
paying relatively huge amounts of money 
for private treatment.

An informal teaching session held in a remote village watched by Dr Ulla Hemmila

By Dr Aine Burns

Royal Free renal unit staff has been 
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The local currency is the kwacha (there 
are MK852 to the GP pound and the aver-
age nurse earns MK20,000 to MK50,000 
each month in government hospitals, the 
equivalent of between £24 - £58).

A small amount of much needed help

In July of 2015 I became the third Royal 
Free renal unit consultant to visit the 
Blantyre unit during the year to offer sup-
port, to teach and to roll up my sleeves to 
provide a small amount of much needed 
help for the very hard working medical 
staff. Dr Mark Harber and Dr Ben Walsh 
had already visited earlier in the year.

The nursing staff are new to renal failure 
but are very keen to learn.  Dr Evans 
worked tirelessly with hospital manage-
ment to get permission to open up an 
unused ward area to create a renal ward 
which opened in September.  He trawled 
the hospital for old beds and lockers 
which he had painted and are now being 
used by their new occupants.  It is hoped 
the new ward will ensure kidney patients 
receive better care and will improve the 
chronic massive overcrowding in the 
medical wards.

While I was there I saw many 
patients die
I was appalled to have to step over as 
many as 15 patients lying on mattresses 
on the ward floors and corridors to exam-
ine the sick, many of whom were dying. 
Some 70% of patients admitted to the 
medical wards suffer from HIV and AIDS 
related illnesses.  TB, malaria and 

cryptococcal meningitis (fungal meningi-
tis) are rife.  Sadly I saw many patients 
die while I was there and I knew that most 
would not die if they were lucky enough to 
be RFH patients.  Several very sad 
images stick in my mind amongst them 
the image of a mother holding her 

beautiful 19 year old boy as he died of 
Kaposi Sarcoma and a poor six year old 
girl still in her grubby skirt and t-shirt 
dying of a diarrhea associated illness.  
Later we watched her wailing family carry 
her body out of the hospital to bring her 
remains back to her village.  The cot she 
had occupied a few hours earlier was
 already filled by another very ill child

Finding nurses who are willing to go out 
to help the Blantyre staff

The next challenge for the new renal unit 
is to find RFH nurses who are willing to 
give up some time to go out to help the 
Blantyre staff to set up the new renal 

ward.  Dr Evans has cajoled a Brompton 
ITU nurse currently taking a break from 
nursing and travelling in Malawi to volun-
teer her expertise for two weeks to get 
things started.

Already Dr Harber has collected money to 
fund some equipment for the new ward. 
A wheelchair is badly needed, as is a 
trolley to hold the instruments while 
inserting emergency dialysis lines. 
I watched Dr Evans struggle with a three-
wheeled trolley that kept tilting to one 
side as he worked.  The stitch holder 
would not grip the stitch and the needle 
separated from the thread making what 
we would consider a routine task almost 
impossible.  

There is an ultrasound machine to help 
locate the veins which is shared with the 
whole hospital and the day I was there Dr 
Evans had to beg to use it.  The patient 
being treated was an 18 year old girl who 
was 14 weeks pregnant with acute kidney 
failure from malaria, known as blackwater 
fever.  She was still alive and looking a bit 
better but still dialysis dependent when I 
left after one week.

Dr Rhys Evans with a medical officer, a dialysis nurse and an AKI patient (medical officers have no formal qualifications 
but learn to recognize patterns of disease and administer basic treatments)

AKI in pregnancy is common in Malawi 
(here a mother who survived because 

of dialysis, feeds her baby)



6 RFHKPA JANUARY 2016

Surviving dialysis in Malawi using 
whatever facilities can be accessed

I met Samuel Kumwanje, who amazingly 
has survived 10 years on dialysis in 
Malawi using whatever facilities he could 
access, but often having to pay for care 
not available in the public hospital.  Many 
of the fi stulae I saw were created by 
volunteer visiting surgeons.  One young 
girl who was shorter than me, had two 
failed fi stulae, her plastic dialysis line 
looked as if it was beginning to get 
infected.  I wonder if she has survived the 
three months since my return. I would not 
be surprised if she has not!

Much evidence of love, faith and hope

Alongside the death, sadness and tragedy 
I witnessed fi rsthand, there was also 
much evidence of love, faith and hope. 

Most Malawians are 
deeply religious (Protestant, Catholic and 
Muslim).  Each patient has a guardian (of-
ten a family member) by their side most 
of the time to help feed, dress and toilet 

them.  There were no porters and the 
guardians arranged and transported their 
charges to and from the limited 

radiology tests available (Ultrasound and 
CXR).  The hospital was the proud owner 
of an MRI scanner but scans were not 
being sanctioned while I was there as 
there was no one with the expertise to 
read them.

“The nurses’ prayer”

Each patient carried a tiny copybook out-
lining a brief summary of their medical 
history and treatment.  At OPD I 
prescribed drugs in this book, which the 
patient then took directly to the dispen-
sary to get their free supply of tablets 
until the next appointment.  The nursing 
body (mainly made up of students as far 
as I could see) paused in their work each 
morning to perform a truly mesmerizing 
singing ritual entitled the nurses’ prayer.

Surreal, heavenly voices, amidst the 
death and suffering

Samuel Kumwanje Ward staff enjoy an evening of relaxation to say goodbye to Dr Rhys Evans

Most Malawians are 

radiology tests available 
CXR)
of an MRI scanner but scans were not 
being sanctioned while I was there as 
there was no one with the expertise to 
read them.

“The nurses’ prayer”

Each patient carried a tiny copybook out-
lining a brief summary of their medical 
history and treatment.  At OPD I 

Aine Burns
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“I just want to stay alive to see 
my kids make 21”

Jonah Lomu was one of the most 
recognized recipients of a kidney trans-
plant.  There have been many obituaries 
written but we have chosen to reprint a 
fascinating insight into the life he had 
to live months before he sadly passed 
away.  Our thanks to Oliver Holt for writ-
ing this article.

Rugby’s gentle giant catapulted to 
world fame after the 1995 World Cup.  
It seemed then that nothing could ever 
stop him, not even the rare kidney 
disorder known as nephrotic syndrome. 
A kidney transplant in 2004 fixed him for 
seven and a half years but his body 
rejected it in 2011.  He has been a 
prisoner of dialysis ever since.  At the 
time, his ambition for life centred on 
seeing the sons he thought he could 
never watch grow into men. 

The long battle with illness has not 
withered Jonah Lomu, either in size or 
in spirit, but it has left him with only one 
remaining ambition.  Some might think it 
bleak.  Some might think it merely 
realistic.  Few could deny it carries con-
siderable poignancy. 

The personification of power 
and might in sport

In millions of minds, Lomu will forever be 
preserved as the personification of power 
and might in sport, the human bulldozer 
who laid waste everything in his path in 
the 1995 Rugby World Cup semi-final 

between New Zealand and England in 
South Africa, one of the greatest individu-
al performances the game has ever seen. 
The All Blacks wing scored four tries and 
established himself as rugby’s first global 
superstar, a ball-carrying Usain Bolt in an 
age when the sport was about to explode 
into the professional era and the pace of 
change was dizzying.

It seemed then that nothing 
could ever stop him

Lomu grows wistful when he thinks 
back to those days of his untrammeled 
strength. ‘My way of thinking when I was 
running with the ball was that I will use 
every single option that is available to me 
but if you leave me with no option, I will 
run over you,’ he says.

It seemed then that nothing could ever 
stop him and that he could sprint far 
away from his troubled childhood in South 
Auckland and from the rare kidney 
disorder known as nephrotic syndrome 
that was already beginning to manifest 
itself even as he was steamrollering 

England into submission.
Lomu relaxes at The Savoy and 
discusses a wide range of subjects, 
among them his career and his illness

J O N A H  L O M U  E X C L U S I V E  

Rugby’s first superstar was desperate for a second kidney 
transplant, but lost his fight on November 15th
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He has been a prisoner 
of dialysis

But rugby’s wunderkind is 40 now and 
he is at bay.  A kidney transplant in 2004 
fixed him for seven and a half years but 
his body rejected it in 2011 and he has 
been a prisoner of dialysis ever since. 
Now his ambition for life centres on see-
ing the sons he thought he could never 
have grow into men.  He has done a deal 
in his mind that if he sees Brayley, six, 
and Dhyreille, who will be five this week, 
reach the age of maturity, if he can get to 
the age of 55, he will consider himself a 
lucky man.

‘My goal is to make it to the boys’ 21sts,’ 
says Lomu.  ‘There are no guarantees 
that will happen, but it’s my focus.  It’s a 
milestone that every parent wants to get 
to.  My dad died young and that makes 
you think. I  want my boys to be healthy 
and if they get to 21, they should be fit 
and healthy and live a normal life.’

Hints of melancholy and 
weariness

So Lomu sinks into a sofa in the plush 
lobby of The Savoy hotel and smiles when 
he recalls taking the two children he 
thinks of as his ‘miracles’ on an open-top 
London double-decker bus last week.
‘These are new adventures for them,’ 
says Lomu. ‘Getting them to write about 
this fantastic new world they have come 
to is going to be fun.’  He smiles again 
when he talks about how Nadene has to 
manage her ‘three boys’, but somewhere 
amid the great gentleness that is Lomu’s 
defining characteristic, there are also 
hints of melancholy and weariness.

The rest of us assume that a 
cure is inevitable

Jonah Lomu almost singlehandedly 
changed the way rugby is played. At 6ft 
5in and nearly 19st, the sport had never 
seen a wing of such size who also had 
such speed off the mark. 

Perhaps it is too often expected that 
sportsmen, especially great sportsmen, 
should be able to shake off the kind of 
disease he suffers from as if it were 
some trifling inconvenience.  Maybe it 
is because it is too easy to fall into the 
trap of thinking of our sporting heroes as 
superhuman.  Maybe it is because they 
sometimes seem less vulnerable than the 
rest of us that we assume cure is 
inevitable. It has not been that way with 
Lomu.

Last Tuesday, Lomu spent six hours 
hooked up to a dialysis machine in 
Bournemouth, where he is staying with 
family.  On Friday, it was the same.  
Today, it will be the same again. Three 
times a week, six hours a day, the 
machine takes blood from his body, 
cleanses it of the impurities that his 
diseased kidney cannot and then pumps 
the blood back in.

Desperately hoping for the 
chance of a second transplant

Since his new kidney failed in 2011, 
Lomu has been desperately hoping for 
the chance of a second transplant.  He 
knows, though, that the reality is that his 
body is much more likely to reject a sec-
ond transplant than a first. Physically and 
mentally, the dialysis is exhausting. Lomu 
tries to catch up on emails during his six 
hours of stillness.  Or he watches movies. 
It is a fight not to become dispirited and 
despairing.
‘You have to try and stay up and be happy 
and positive about it,’ says Lomu. 
‘Because I will tell you one thing: it does 
get you down at times.  It’s difficult. 
Every dialysis patient is different but we 
have one commonality: we have no other 
choice.  Your second choice isn’t really a 
choice.  It’s just you giving up.’
There was a time, before his boys were 
born, when Lomu tried to confront the 
fight against his disease with the same 
attitude that he once adopted to his 
opponents on the rugby field in the mid-
Nineties when he was a young man taking 
his sport by storm.

A rampaging Lomu bulldozes the 
despairing lunge of Mike Catt, England’s last man, to score his first try
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He will make it over 
the try line

He knew the sickness was trying to 
bring him down but he vowed he would 
not bow to it.  He told himself he would 
charge straight at it just as he charged 
at so many of his chastened foes. He 
would bounce off it.  He would fl atten it 
and he would make it over the try line. ‘I 
hated losing,’ he says.  ‘When you hate 
losing, you fi nd a way to win. The thing I 
fi nd is that when you are backed into a 
corner, you can do one of two things: it’s 
either you accept you are going to lose or 
you come out swinging.  My attitude has 
always been:  “If you beat me, then next 
time I meet you, I want to beat you and 
I don’t want to just beat you, I want to 
absolutely give it to you”. It’s that sort 
of drive and mentality that gave me the 
success I had on the pitch. I hated 
coming second to anybody.

‘I gave the person the respect that they 
are due as a rugby player but outside 
of that, I don’t fear anybody.  It’s just 
the way I attacked life.  This disease is 
a challenge but you either lie down and 
die or you accept it and carry on. That’s 
where I have been very fortunate. I have 
just never been able to accept coming 
second to anybody or anything, including 
an illness.’

Motivation for overcoming 
the disease

Now that he has his boys, his motivation 
for overcoming the disease has changed. 
He does not think about rugby any more. 
He thinks about his sons and making sure 
they are protected from the hardships 
he suffered during his own traumatic 
childhood.  Lomu’s father used to beat 
both him and his mother until, as a young 
teenager, Lomu snapped and fought back. 
He was banished from home and did not 
speak to his father again for 17 years. 
Nadene effected reconciliation between 
them before his father died in 2013 and 
now, despite his own ill-health, Lomu is 
throwing himself into more and more work 
to safeguard his children’s futures.

‘When I look in the mirror, what I see are 
my two sons.  They’re my priority.  The two 
boys were miracles.  Medically, it wasn’t 
supposed to happen because of my 
kidney stuff.  Never in my wildest dreams 
did I ever think I’d be a dad. ‘ Now, when I 
wake up in the morning, instead of 
looking in the mirror and thinking, “What 
am I going to do today?” I look in the mir-
ror and think, “I’ve got the two boys, now 
get yourself up and get yourself moving 
and try to be the best dad you can be”.

One of my biggest struggles
‘It is a battle to try to get up every morn-
ing as a renal patient.  That is one of my 
biggest struggles.  I’m just fortunate that 
I have the adventure of being a father. 
That’s what I see when I wake up in the 
morning, wash my face, look in the mir-
ror and I see my two boys.  And for me, 
that’s excitement.’

Lomu shakes his head, smiling, when he 
is asked about the kind of excitement he 
once brought to rugby.  As England go into 
the World Cup beset by doubts about the 
selections of coach Stuart Lancaster, it is 
a small consolation that they are unlikely 
to experience anything like the trauma 
their predecessors faced in that 1995 
semi-fi nal against New Zealand in Cape 
Town.
It was only the second minute when the 
All Blacks worked the ball wide to Lomu, 
who had come into the tournament rela-
tively unheralded.  Lomu, who could run 
the 100m in 10.98sec, brushed aside a 
challenge by Tony Underwood and acceler-
ated towards the try line.

http://www.dailymail.co.uk/sport/
rugbyunion/article-3215537/JONAH-
LOMU-just-want-stay-alive-kids-make-21-
Rugby-s-superstar-desperate-second-kid-
ney-transplant-fi ghting.html

Written by Oliver Holt for the Mail on 
Sunday.  Originally published 29th August 
2015

Lomu has an array of body artwork with the name of his fi rst son Brayley tatted onto his right forearm 
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Exercise – New Year, New You

Many of us start off a New Year with 
good intentions of making and sustaining 
healthier lifestyle choices such as doing 
more exercise.  We all know it can help us 
to keep our weight healthy and keep our 
hearts healthy.  It has other benefits too 
such as helping to build muscle, which 
in turn helps maintain our strength and 
mobility and can help us feel good about 
ourselves, keeping those ‘winter blues’ 
at bay. 

We are all encouraged to be active, 
whatever our age or ability.  The ideal is 
to be active for 20 – 30 minutes every 
day of the week.  If you do very little 
now start doing something, even if it is 
standing while watching the adverts on TV 

or talking on the phone.  Doing some-
thing, however small, is better than doing 
nothing.  Gradually increase what you do 
towards the ideal amount of activity each 
week.  If you miss a day or two or have a 
‘bad’ week, start again the next day, but 
keep going.

Some of the barriers to starting exercise 
and maintaining it are a lack of 
confidence, lack of time and lack of 
motivation.

Top tips for helping with these are:

• Speak to your GP about being more  
 active and the safest way for you to  
 start.  Walking is one of the safest and  
 best exercises.  If you do no exercise  

 at all at the moment start off with  
 walking very small distances and build  
 up slowly

•Look at the exercise opportunities  
 provided by your local council (see links  
 below) and look to see if you can go  
 with a friend or family member.

• Build exercise into your routine.  Can  
 you cycle or walk part of your journey to  
 work, dialysis, hospital appointments  
 or school?

• Consider investing in a pedometer  
 that measures how many steps you  
 take each day which can really help  
 keep you motivated to keep going.

• Choose to do something you enjoy.

By Rebecca Walker
Clinical Specialist Renal Dietitian, Royal Free London NHS Foundation Trust

R O Y A L  F R E E  D I E T E T I C  C O L U M N
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There is lots of useful information on the 
internet about exercise opportunities in 
your local area.  A useful starting point is 
www.getactivelondon.com on which you 
can search for activities in your borough. 
Get active London is a database contain-
ing sports clubs, facilities and activities in 
the 33 boroughs of London (over 13,000 
sport activities) 

This also includes sports for people with 
disabilities: 
www.getactivelondon.com/campaign.
asp?section=3738&sectionTitle=Disab
ility

Some councils provide exercise pro-
grammes at low cost and may provide 
vouchers for people with health condi-
tions.  Many provide free active walk 
programmes and free outdoor gyms where 
instructors are often available to provide 
support and advice.  The links below take 
you to free walk and outdoor gyms avail-
able in the boroughs linked to the Royal 
Free London Hospital Trust.
Supporting you to get active and stay 
active- go to
www.walkingforhealth.org.uk/
Enter your postcode to find some great 

local walks.

For local council websites
www.barnet.gov.uk/citizen-home/parks-
sport-and-leisure/sports-clubs-and-facili-
ties.html 
then type in ‘outdoor gyms’ to find further 
information.

For Camden council: 
www.camden.gov.uk/ccm/navigation/
leisure/sport-and-physical-activity/

You will find a page for “free health 
walks”

For Brent Council:
www.brent.gov.uk/services-for-
residents/sport-leisure-and-parks/
sports/sport-activity-finder/

Then type in the search box: “Healthy 
Walks in Brent” and you will see a list of 
eight options.

And for Islington Council:
www.islington.gov.uk/services/leisure-
culture-sport/get-active/active-isling-
ton/Pages/walking.aspx

Walking Groups
* Age UK Islington offers a wide range 
of walks to people aged over 50. Go to 

the activity programme document for a 
full list.
* Cally Walkers for people aged 55+
* Clerkenwell and Islington Guides 
Association lead regular guided tours 
around Angel, Canonbury, Clerkenwell and 
Smithfield
* The London Canal Museum offers 
walks along Regent’s Canal
* North London Rambling Club has walks 
in north London and the Home Counties.

Useful leaflets give you practical advice 
about what activity to do and how to build 
it into your life.  These can be download-
ed or ordered from the site.

www.bhf.org.uk/publications/being-
active/put-your-heart-into-walking 

www.bhf.org.uk/publications/being-
active/get-active-stay-active 

www.bhf.org.uk/publications/being-
active/be-active-for-life

So make 2016 a more active year for 
you.  Start slowly, seek help, do it with 
someone, enjoy it and keep going. 
Wishing you a healthy, happy and 
active new year.
You can contact the Royal Free renal 
dietetic team on: 020 7830 2616 
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RFHKPA Christmas Lunch Party
By Jay, Patient Rep for Tottenham Hale Unit and party organiser

RFHKPA held the 
annual Christmas Lunch Party at 

The Maze Inn Wine Bar in Southgate on 
Sunday 13th Dec 

The venue was the perfect Christmassy setting with its chandeliers and 
sparkly lights. The event was attended by around 100 KPA members, family and 
friends.  The staff were all very accommodating and friendly, giving extra help to 

the less able. 

The idea was to make the day feel like a traditional family Christmas.  There were games on most 
tables for guests to play along, with pens, planes to construct, packs of cards, dominoes, and word search 
games.  The afternoon had started off with a lovely glass of festive punch, followed by a turkey lunch with all 
the trimmings and finally chocolate brownies.  Compliments must go to the chef as the food was fabulous.

After lunch it was time for the free prize draw.  There were over 35 prizes to be won, including bath bombs, boxed 
candles, tins of chocolates, and from M&S, musical tins of biscuit, trays of chocolates and numerous toiletries. 

I think everyone was happy with their prizes.  We then had the pleasure of watching sight impaired ‘Magic Bonzo’ 
using his white stick as a wand to do some tricks that made us all laugh.  ‘Michie Baby’ sang a capella, Will You Love 
Me Tomorrow.  Her performance touched our hearts, and I think we all will still love her tomorrow.  The Blood Sisters 
trio sang Ring My Bell and What About Me, before being demanded by the audience to come back on stage and sing 

My Guy to rapturous applause.  All our performers got “thank you” gifts but I would like to thank all of 
them again for volunteering to share their talents with us. 

The afternoon ended with Christmas cake for all, and some dancing for those of us that still had some energy! 
It was a fantastic afternoon for sharing stories, good fun, new friendships and a feeling of togetherness. 

I thank all who attended as their presence and the joy they brought to the occasion helped 
make it a successful day and the positive feedback they have given has been heart-warming. 

As guests left they were given a ‘party bag of sorts’ arranged by KPA secretary Patricia. 
The bags were provided by Kidney Research UK (KRUK) and included information packs. 

Tesco also provided little treats and party crackers.  We thank them for 
their generosity and thank the National Kidney Federation 

(NKF) for their donated pens.

The
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Thanks go to the RFHKPA trustees 
for agreeing to provide donated funds 
towards the event. Many thanks also 
to Patricia, Louis and Derek from the 
RFHKPA committee for helping me with 
the planning and all their help they gave 
on the day. Special thanks to Tess Harris 
and Sara Adams from the committee for 
their donations towards the event, to 
Asda for donating two tins of chocolates 
and to Patricia’s son Mykhal Ellis, for pay-
ing for the printing of tickets. And I thank 
my family and friends, namely The Ekineh 
Family, Remi Bola, Chudi Okolonji, Wayne 
Walters, Ruth Meyers, Clement Chung 
and Niki Flouri, for their kindness and for 
making it possible for me to buy all the 
games and lovely prizes, 

Finally, I would like to end by wishing 
everyone a Happy New Year. 

Thanks go to the RFHKPA trustees 
for agreeing to provide donated funds 
towards the event. Many thanks also 
to Patricia, Louis and Derek from the 
RFHKPA
the planning and all their help they gave 
on the day. Special thanks to Tess Harris 
and Sara Adams from the committee for 
their donations towards the event, to 
Asda
and to Patricia’s son Mykhal Ellis, for pay-
ing for the printing of tickets. And I thank 
my family and friends, namely The Ekineh 
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Here are some of the ‘thank you’ notes 
received after the party

“Being a new KPA member, I was a little 
apprehensive thinking about attending the 
event on my own.  I came a long way, and 
did not know a soul, but Jay had arranged 
for me to sit with another new member 
who was in a similar situation.  I was 
surprised that so many people were 
there.  Fortunately Louis came over to 
talk to me.  He was nice and friendly, 
happy to answer all my questions about 
what to expect with my situation in the 
future.  We chatted away happily.  
Although we had only just met, it felt like 
I had known him 30 years.  When the 
other new member arrived, it felt good to 
meet someone in the same situation and 
to have company.  It was nice to have the 
opportunity to be invited somewhere and 
to meet other people.  Whatever walk of 
life or culture they came from, I felt we all 
had something in common and that was 
a bit of an ice-breaker.  It helps to come 
to terms with a new situation when you 
meet others also going through it or who 
have already had the experience.  The 
food and entertainment were very good, 
everything was positive. I hope to keep in 
touch with the other new member.  All the 
people that volunteered did a marvellous 
job. In the free draw I won a musical tin of 
biscuits which was the icing on the cake!”
Linda (a new member)

“Those who did not come missed some-
thing really good. The Maze Inn was nice 
and there was a large friendly crowd of 
people, and the fi ne food. I loved The 
Blood Sisters performance.  Everybody 
was saying how much they enjoyed them-
selves.  I and my wife Cynthia would like 
to thank the organisers for doing a good 
job and we look forward to coming next 
time.” 
Rupert (Tottenham Hale patient)

“Thanks for all that hard work. It was 
a really fun afternoon for me to meet 
people in a similar situation.  It will give 
me confi dence to go to meetings and ask 
questions.” 
Ruth (A new KPA member)

“I have been to previous RFHKPA dinners, 
but I liked this more.  There was a better 
atmosphere with people being able to 
move around.  It felt more relaxed and I 
received a bath bomb as a surprise pres-
ent.  My daughter sang at the event too, 
which she enjoyed.” 
Mina (Michelle’s Mum)

“The RFHPA 2015 Christmas party at the 
Maze Inn (Southgate) was one of the best 
attended since it has been going on. 
The food, entertainment, staff and pa-
tients were amazing; everyone had a love-
ly time dancing, socialising, eating cake 
and drinking non-alcoholic mulled wine.  If 
you were unfortunate not to attend this 
year you missed a wonderful evening.  I 

would like to say huge THANK YOU to the 
organisers, namely Jay, Louis and Patricia 
who arranged this wonderful party for all 
the patients.  I’m not sure how you guys 
are going top this year come next year.” 
Bernadine (Long standing KPA member)

“I would like to thank you for arranging 
and organising a well-attended Christ-
mas Lunch held for the kidney patients 
association at the Maze Inn on Sunday, 
The food was good and the live entertain-
ment could rival any X factor competition.  
Sadly we didn’t win anything in the raffl e 
but next time!

The venue was unique and the party 
goers all shared in the Christmas spirit. 
Both my wife and I felt very included 
and welcome at your event.  We made 
new friends and exchanged life experi-
ences both to do with and without kidney 
issues.  It was good to talk and enjoy a 
good laugh.  The cross section of people 
who attended truly refl ected the diverse 
backgrounds of kidney patients and their 
loved ones.  The kindness and caring that 
people had for each other is testament 
that we are all in it together and that 
there is support.

Wishing you and the team continued 
success and thank you for your commit-
ment and hard work in putting together an 
event to remind people that they are not 
alone and that someone cares.” 
Gerald (a new member)

Th e RFHKPA Christmas Lunch Party continued

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 AssociationJoin the (RFHKPA) Kidney Patient Association
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1  When you were growing up, what did  
 you most want to be when you were  
 older? 
 I wanted to be a Blue Peter 
 presenter 

2 How long have you worked at RFL?
 I originally worked at the Royal   
 Free as a student when I was  
 19 years old (2007) then returned in  
 2011, so 4 years offi cially

3 What is your greatest 
 achievement?
 Running the London Marathon

4 Describe yourself in three words.
 Energetic, pro-active and 
 approachable

55 What is the best thing about your  
 job?
 Making people happy

6 What can’t you live without?
 Peanut butter and my eye-brow 
 pencil

7 Tell us something that might surprise  
 us about you.

 At the age of 14, I was successful  
 in offi cer selection for the RAF 
 (I never pursued it as I decided   
 to become a nurse)

8 If you were singing karaoke, what  
 song would you pick?
 ‘RESPECT’ by Aretha Franklin

9 If you could have a magic power,   
 what would it be?
 Read people’s minds 

10 What is your favourite thing to   
 do?
 I love catching up with friends   
 and LOVE afternoon tea (especially  
 if there’s champagne involved!)

With Robyn Morris 
Clinical Practice Educator (Haemodialysis/Home Therapies)

 What is the best thing about your  
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Almost 17 million adults haven’t decided whether 
to donate their organs after death

The nation has been urged to break 
silence on organ donation and ‘Say Yes 
I Donate’ during the recent National 
Transplant Week (7th – 13th September 
2015)

16.9 million people - a third of UK adults 
- admit they haven’t considered organ 
donation or decided if they want to be an 
organ donor, NHS Blood and Transplant 
reveals.  And 4.1 million people who do 
want to donate their organs when they 
die say they haven’t talked to a loved one 
about that decision.

Across the UK there are 10,000 people 
in need of a transplant. Last year the 
number of people donating organs fell for 
the first time in 11 years.  The UK also 
has one of the lowest rates in Europe for 
families consenting to organ donation and 
in 2014/15 only 58% agreed to donate 
their family members’ organs after they 
died. 

The National Transplant Week NHS Blood 
and Transplant set out to get the whole 
nation talking about organ donation and 
the importance of sharing decisions on 
being an organ donor with family and 
close friends.  The Seven Days to Say Yes 
I Donate campaign aims to help break 
down barriers and taboos around organ 
donation.

1 in 3 adults haven’t considered 
organ donation

Anthony Clarkson, NHS Blood and 
Transplant’s Assistant Director for Organ 
Donation and Nursing said:  “Every day 
three people die in need of a transplant. 
Yet across the UK 1 in 3 adults haven’t 
considered organ donation or decided 
whether they want to be an organ donor. 
To save more lives we need more donors. 
To raise that number we really need every-
one to understand the importance of not 
being complacent.  We need to get to the 
point where organ donation is high on the 
list of important personal conversations 
we routinely have with loved ones.”

The National Transplant Week survey 
found that, as a nation, we are happy to 
talk about many personal topics, yet we 

are avoiding conversations that could 
mean the difference between life and 
death for someone in need of an organ 
transplant:

• 7 in 10 adults have told a loved one  
 how they would spend a lottery win

• Almost two thirds have discussed their  
 preference for burial or cremation

• Nearly half have confided the part of  
 their body they would most like to  
 change

•47% have shared destinations they  
 dream of travelling to before they die

Reluctance to upset 
family members

Even among those who want to be organ 
donors, there is reluctance to talk about 
the subject - with key reasons being 
discomfort around talking about death 
and not wanting to upset family members. 
Reluctance to talk about organ donation 
means many healthy organs that could be 
donated aren’t used.

Anthony Clarkson added: “As a nation 
we’re happy sharing dreams of big money 
wins and bucket-list holidays, and we’ll 
confide in our loved ones our worries 
about how we look.  Yet too many of us 
are still not making the time or are not 
comfortable talking about organ donation. 
Telling your loved ones you want to be an 
organ donor means your family will be in 
no doubt about your decision meaning 
your wishes will be fulfilled should you die 
in circumstances where organ donation 
is possible.  We’d like everyone to give a 
few minutes of their time to think about 
organ donation and talk about whether 
they want to be an organ donor with their 
relatives or a close friend.”

Of those who have had a conversation 
about organ donation with a loved one an 
overwhelming 93% said it was an easy 
conversation to have - although nearly 
a quarter (23%) admitted that chat was 
over five years ago.



Kidney Donor says she feels 
no diff erent after making full recovery

A woman 
who donated 
a kidney to 
a stranger 
in need says 
she feels no 
different after 
making a full 
recovery from 
her operation.

Carolyn Hayman, 64, from Kentish Town, 
donated her kidney to a woman she 
doesn’t know, through the charity Give 
a Kidney because she has always been 
healthy and wanted to help someone who 
was less fortunate. 

Carolyn said: “My mother died of kidney 
disease and I was told at the time they 
wouldn’t take a kidney from a younger 
person and give it to an older person so I 
wasn’t allowed to donate.  But now they 
know much more about it and they don’t 
have those restrictions.  In fact on the 
same day I had my operation, a young 
woman was donating her kidney to her 
mother.  I was also thrilled to hear that 

my donation will save the NHS hundreds 
of thousands of pounds.”

Donations are always 
anonymous

After a suitable recipient was found 
through the central database for England 
and Wales, the operation took place at 
the Royal Free Hospital in July.  Carolyn 
was only given basic information about 
the woman who received her kidney as 
donations are always anonymous.
Carolyn said that it took her six weeks to 
recover fully from the operation but she 
is now in complete health again – and 
proved it to herself when she completed 
a 40 mile cycle ride through the Chiltern 
Hills.

A friend is exploring 
doing the same thing

“There is no increased risk of kidney prob-
lems if you only have one so I was quite 
confi dent about doing it,” said Carolyn.  

“When I fi rst talked to my daughters 
about it one of them was fi ne and the 
other was anxious.  But then she said she 
knew I’m a sensible person, and that if 
I think it is ok, then she was sure that it 
was.  What really helped was speaking to 
someone who did a similar thing shortly 
before me, so that I knew what to expect. 
Now a friend of mine is exploring doing 
the same thing.  A lot of people think this 
is an amazing thing to do – one person 
burst into tears when I told her – but for 
me, it’s quite simple.  I’m just the same 
as ever, and another whole family can 
lead a normal life again.” 

“With more than 5,000 people waiting 
for kidney donations, I hope that more 
people will make the same calculation 
that I did, and come forward.”

http://www.giveakidney.org/how-to-
give/
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Raising awareness in 
the Seven Days to Say Yes 

I Donate campaign:

NHS Blood and Transplant worked  with 
partners to help raise awareness and get 
involved in the Seven Days to Say Yes I 
Donate campaign:

• Go to www.organdonation.nhs.uk to  
 fi nd out more information

• You can continue to show your support  
 for organ donation on social media  
 even after National Transplant Week by  
 posting about your conversations using  
 #sayidonate

• Twitter: @nhsorgandonor #sayidonate

• Facebook: www.facebook.com/organ 
 donationUK

• Youtube: www.youtube.com/user/nhs 
 organdonation

• When asked ‘Do you want to 
 donate your organs after death’ 50% of  
 all respondents answered yes, 16% no,  
 11% never thought about it and 23%  
 don’t know.

• Respondents who said they want
 to be organ donors, both those who  
 have joined the Organ Donor 
 Register and those who have not were  
 asked if they had told a loved one  
 about their decision. Of those on the  
 Organ Donor Register, 9% said they  

had not told a loved one, and of those  
not on the Organ Donor Register, 47%  
said they had not told a loved one. 

www.kidneyresearchuk.org/news/
national-transplant-week-2015
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Living Life to the 
Full at the NKF Conference

The 2015 National Kidney Federation 
Conference, held the weekend of the 9th 
to 11th of October, was an enjoyable and 
rewarding experience.  Held at the Hilton 
Hotel in Reading, 245 delegates con-
vened to listen to speakers, participate in 
discussions, and celebrate the confer-
ence theme, “Living life to the full.” 

I was invited to attend this event with the 
RFHKPA, and even as a new member, 
everyone helped me feel welcome to take 
part in the activities. 

Topics of interest 
for all kidney patients

Speakers introduced topics of interest 
to the kidney community, and patient 
delegates asked critical questions to 
start dialogues around issues as varied 
as treatment programs for adolescents, 
sports for transplant patients, and 
education for pre-dialysis patients. 
In between talks, there were tasty meals, 
including a superb lunch buffet and, on 
Saturday evening, we dressed up for a 
gala dinner full of good food and laughter. 
Highlights of the weekend included talks 
by Dr. Fergus Caskey introducing the 
Renal Registry, and patient presentations 
by Zandria Richards and Angelo Joseph, 
who shared their personal experiences 
and insights.

Ensuring the quality of 
dialysis and transplantation 

in the future
Dr. Fergus Caskey’s presentation regard-
ing the best use of the UK Renal Registry 
was a hot topic in this year’s conference. 
Dr. Caskey is a Bristol nephrologist and 
Medical Director of the registry, which 
“collects, analyses and reports on data 
from 71 adult and 13 paediatric renal 
centres” across the UK.  The registry 
has been collecting data from renal 
units since 1995, and, he says, “As the 
financial screws turn, data from the UKRR 
will be essential to ensure the quality of 
dialysis and transplantation in the future. 
Until you have the numbers as evidence 
that a treatment works or that some extra 
investment is providing better results 

elsewhere in the country, you cannot 
persuade people to fund it.”  Dr. Caskey 
ended by stating that the registry is a 
source of information with the potential 
to create positive change, and that they 
would like to work with renal patients to 
determine what information is most 
helpful to the community, and how it can 
be made easily accessible to those who 
are interested.

Tips and changes in life 
to work towards a goal of

 drinking less

Zandria Richards 
next spoke about 
practical tips for 
fluid management 
whilst on dialysis. 
She began by talk-
ing about her own 
struggles.  “Manag-
ing kidney disease 

is like juggling balls...and sometimes you 
drop a ball.”  For her, she focused on 
little tips and changes in her life to work 
towards her goal of drinking less.

Here are a few from the long list of sug-
gestions she has compiled.  Many people 
know about sucking ice cubes when 
thirsty, but she recommends using large 
ice cubes which have less surface area 
than smaller chips.  She explains that 
they will quench thirst more effectively 
because they do not melt as fast as the 
smaller cubes.  She then spoke about 
enjoying sugar in smaller amounts.  Large 
supermarkets sell small 150 ml fizzy 
drinks, which give her the fizz she likes 
without the liquid volume, and are helpful 
for her when she needs a blood sugar 
boost.  Finally, in her own home, she uses 
the smallest cup she can find – a child’s 
teacup, because she feels more satis-
fied having a full cup.  She concluded by 
reminding people to be mindful whenever 
they pour themselves a glass, and en-
couraged us, however small our cup, 
to savour what we drink.

By Eleanor Burgess
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Planning using 
Global Dialyis.com for travel

Angelo Joseph was the second patient 
speaker at the conference, and spoke 
about his experiences travelling abroad 
as a young dialysis patient.  He loves to 
travel, saying, “I wanted to live my life 
around dialysis,” and had some words of 
wisdom to share with the audience. He 
told people to start planning using Global-
Dialysis.com, and then to speak to their 
dialysis coordinator. 

He went on a recent fi ve-day trip to Istan-
bul, and he spoke about arranging his 
own sessions and paying for his dialysis 
in Turkey.  The staff did not speak 
English, so he had to use Google Trans-
late to fi gure out a few phrases.  Still, he 
said that it was an amazing experience 
and he is glad that uncertainty did not 
hold him back from this adventure.  
He believes that kidney patients more 
than anyone occasionally need a break in 
order to “Live life to the full.”

In summary, I would highly recommend 
this event to everyone interested in the 

kidney patient area.  Enjoy the food, talk 
to people who are engaged in creating a 
better patient experience, and share your 
own stories. 

Our picture shows RFHKPA committee 
members and patients at Saturday’s 
Gala Dinner.
From l-r  Margaret,
Michaela, Patricia, Louis, Derrick, Mary, 
Caryl, Eleanor, Inez, Gwen, and Joan

Eleanor Burgess enjoys learning from 
kidney patients this year as a Fulbright 
researcher at University College London.

Membranous Nephropathy (MN)
RaDaR Patient Forum

If you have registered with the MN RaDaR 
project, it is likely that you are interested 
in understanding more about the condi-
tion and helping researchers to develop 
a better understanding of the disease in 
order to implement more effective treat-
ments.  That’s great and thank you for 
registering with RaDaR.  If you want to 
do more to help, you can do so by join-
ing up with fellow MN patients to form a 
National MN Patient Forum as part of the 
MN RaDaR Group.  Other National RaDaR 
Rare Kidney Disease groups have been 
formed in the last couple of years and I 
would like to encourage MN patients to 
do the same. 

The MN RaDaR Steering Group will 
sponsor a national meeting in the new 
year (date to be arranged but probably in 
Feb or March 2016).  Depending on how 
many want to attend and where they are 
based, we will hold the meeting either in 
London, Peterborough or Manchester to 
keep travel to a minimum.  We will reim-
burse travel expenses for those attending 
the meeting. Items on the agenda will be: 

*  New breakthroughs in research
*   Developing new treatments
*   How patients can help shape and  
 design new research proposals
*   Getting the most out of RaDaR
*  Patients helping patients; share 
 your experience

If you are interested in knowing more 
about this new initiative please contact
either me or Dr Jean Winterbottom:

Professor Paul Brenchley, Chair MN 
RaDaR Steering Group; 
paul.brenchley@manchester.ac.uk

Dr Jean Winterbottom, National Renal 
Research Nurse;  
jean.winterbottom@cmft.nhs.uk

http://rarerenal.org/radar-registry/

To all patients registered with MN RaDaR

by Prof. Paul Brenchley
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My First KPA Meeting
Eleanor Burgess 
is a Fulbright 
researcher at 
University 
College London, 
interested to 
learn from kid-
ney patients and 
develop online 
support for com-
munity needs.

As a researcher looking to learn about 
current kidney patient initiatives, I 
figured that there was no better place to 
start than a Royal Free Hospital Kidney 
Patient Association (RFHKPA) meeting.

On the evening of October 5th I walked 
into the Royal Free ground floor atrium 
wearing my suit and nametag with my re-
search notebook and plenty of pens close 
at hand. I was welcomed to the meet-
ing by Chairman Andy Forbes, President 
David Myers, and acting secretary Patricia 
Gooden.  After we poured ourselves some 
tea, attendees, including committee and 
general members, went around the table 
introducing themselves.  After introduc-
tions, I had the great opportunity to pres-
ent my project and learn from the 
collective wisdom and experience of those 
sitting around me at the table.

There are many groups in the 
CKD space that could benefit from 
customized information

I began by introducing myself and my 
research project.  I am a Masters student 
at UCL studying Technology Entrepreneur-
ship, supported by a US-UK Fulbright 
scholarship.  My background is in health 
communication technology, and in the 
past I have developed an online collabora-
tive editing website for fire fighters called 
FireCrowd.  Here in the UK, I plan to study 
the chronic kidney disease patient experi-
ence, and hope to support community-
identified needs through creating online 
resources. I was originally planning to 
focus on home haemodialysis patients, 

but I may decide to widen my focus 
because there are many other groups in 
the CKD space that I believe could also 
benefit from customized information 
including patients deciding which dialysis 
treatment to use and patients who have 
recently had a transplant. Some of the 
resources that I am considering include 
specific patient forums, research informa-
tion resources, and online games. My re-

search proposal is currently at the ethics 
review stage, but as soon as it is given 
the stamp of approval, I will be looking 
for patients interested in sharing a coffee 
with me to brainstorm ideas.  Using the 
suggestions, I can use my digital media 
skills to create resources that will be of 
service to the community.

Home haemo & peritoneal dialysis
patients have limited in-hospital 
interactions

The KPA group shared interesting ideas 
and feedback to enhance my research 
and design project.  I was encouraged to 
look nationally to see resource offerings 
from the National Kidney Federation (NKF) 
and the British Kidney Patient Associa-
tion (BKPA).  Andy told me about “Health 
Unlocked,” a social site where patients 
with CKD can share stories and discuss 
online.  I have set up a meeting with the 
founder of the Health Unlocked startup 
to learn more about this website.  I was 

also encouraged to learn about the needs 
of patients on peritoneal dialysis who, 
like home haemo patients, have limited 
in-hospital interactions and chances to 
ask questions compared to their peers 
who have dialysis treatment in the renal 
unit. Another specific suggestion was to 
create an exercise group online to keep 
people moving and make getting active a 
fun experience.

A fabulous group of people who do great 
work for the community

We then moved on to other agenda items 
including committee positions that need 
to be filled, unit representative reports 
from Jaycinth at the Tottenham Hale unit 
and Louis Toussaint at the Edgware unit, 
review of Transplant Week, the upcoming 
NKF conference (see my second story), 
and other items.  We concluded with 
planning the KPA Christmas party to take 
place on December 13th, which I am 
excited to attend.  I had an enjoyable and 
informative time at the KPA meeting with 
a fabulous group of people who do great 
work for the community.

If anyone has any concerns about their 
treatment or support, or would like 
to know how they can become more 
involved with community events and 
initiatives, then the RFHKPA meeting is 
the place to create positive change and 
make things happen.

By Eleanor Burgess
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RFHKPA AGM - 2015

The meeting was opened by David 
Myers, President of the Royal Free 
Hospital Kidney Patients Association 
(RFHKPA).  He welcomed everyone and 
set out the format that the meeting would 
be taking. The first half of the meeting 
involved the Chairman’s & President’s 
reports followed by the standing down of 
the charity’s officers and then election of 
officers etc.  The second half would be 
a question and answer session with four 
panel members who would be answering 
questions from the audience. David then 
introduced Andy Forbes, Acting Chair of 
the RFHKPA.

Acting Chair – Andy Forbes

Andy gave us a general overview of what 
the RFHKPA does on behalf of renal 
patients.  He told the AGM that a new 
patient transport service had started 
in early 2015 and is being monitored. 
The system is not going as well as was 

expected or hoped. He stated that the 
KPA needs more patients to become ac-
tive members.  Donations to the KPA are 
made by personal donations, donations 
made in memory of family and friends, 
and collections including Justgiving.com. 
Amongst our fundraising activities for 
fellow kidney patients, we sell raffle 
tickets and we have runners who take 
part in half marathon events.

He highlighted events and activities 
throughout the year including our team 
attending information events such as 
during Transplant Week.  Our reps regular-
ly attend our satellite units.  We organise 
an annual Summer Day Trip, this year to 
Margate, and a Summer Garden party for 
patients and family.  Our Christmas Din-
ner Party is held on the 13th December 
when we expect over 100 patients with 
guests to attend.  The popular RFHKPA 
Newsletter is published quarterly.  The 
RFHKPA Accounts for the period ending 
September 2015 are currently being 

audited by our accountants and the 
financial report should be available in 
December.

The original constitution of the RFHKPA 
was drawn up in 1979.  Andy told us 
that one of our trustees, Caryl Bryant, is 
working on a draft revised constitution on 
behalf of the trustees of the KPA commit-
tee.  She was in contact with The Chari-
ties Commission and intended to be able 
to deliver a set of rules for the charity 
which fits its current needs.  Andy asked 
for the members to agree permission for 
the rules to be changed but following an 
exchange of views from members, it was 
agreed that the draft should be agreed by 
the trustees first and then distributed to 
the members for agreement to ratify. 
David confirmed that the membership 
would be able to see the revised constitu-
tion when agreed by the trustees and it 
would be printed in a future KPA News-
letter but would need for approval to be 
made at an AGM or EGM.

Minutes of the Annual General Meeting
Held on November 22nd 2015 in the Atrium, Royal Free Hospital

By Patricia Gooden, Secretary RFHKPA
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President - David Myers
David told the AGM that over the last 
decade, the NHS has been quite positive 
in wanting the opinion of patients and 
carers.  As a former Chairman of 
RFHKPA and now Governor on the Royal 
Free Council of Governors, David has built 
up over many years the relationship the 
KPA has with our renal consultants, doc-
tors and nurses, etc.  However, the KPA 
needs ‘new blood’. Andy Forbes is the 
Acting Chair, whilst he (David), resigned 
as Chairman some two years ago.  At the 
moment, we don’t have enough people to 
represent the KPA.  David told the AGM 
that ‘we’, the patients are all members 
of KPA, and we can be the power to make 
things change for the better inside our 
renal unit.  Without the KPA, there will 
not be enough people to represent kidney 
patients and help to improve the service. 
We carry out duties as a charity with care 
and as a committee and we spend the 
money wisely.  However we don’t think 
that we represent patients well enough in 
our various satellite units.

Currently our lead representatives in the 
following satellite units are
Nii Plange - Mary Rankin/St. Pancras
Louis Toussaint - Edgware
Jaycinth E - Tottenham Hale

Realistically, more patient reps are 
needed to bring issues that are raised 
back to the KPA committee.  Potential 
reps are encouraged to come to our 
monthly committee meetings or can com-
municate with our lead reps via email and 
by telephone. 

We are sure that there are kidney 
patients out there who could have some-
thing to offer both fellow patients and our 
committee.

The KPA needs to fill important officer 
roles.  At the moment we don’t have an 
official Treasurer.  David was the Treasur-
er for 12 years but he resigned from this 
post a year ago due to health concerns. 
The post has not been filled.  Andy & 
David continue to take responsibility for 
finances but this is not a long term 
solution for the charity.  We also need 
someone to step up into the role of vice 
Chair and we really want someone to 
eventually fill the role of Chairman.  We 
could have a problem in the long term 
if we do not have enough officers to run 
the KPA. If the KPA doesn’t have patients 
taking responsibility, then we will not 
continue to have the strong voice that we 
currently have.

Patient Transport
David explained that he had worked on 
the specifications of the current transport 
contract through his role as Governor. The 
new non emergency patient transport pro-
vider, ERS, has not worked in accordance 
with the specifications that were drawn up 
specifically to improve a historically poor 
service.  Some patients have had terrible 
experiences with the service. Jeremy 
Sharp, Royal Free Hospital London Direc-
tor of Facilities has sent an update to all 
KPA Members regarding the current part-
nership with ERS.  On behalf of the trust, 
he states that the current service has yet 
to meet the required key performance 

indicators and that the impact on patient 
experience and care has been disappoint-
ing.  There are frequently asked questions 
in the letter which gives a breakdown of 
the problems, etc.  The trust is currently 
monitoring the performance and will 
review service performance throughout 
December and January, culminating in 
a review late January 2016.  David told 
patients to continue to complain to PALS 
to enable the trust to measure the com-
plaints in line with service delivery. 
He advised that if patients have ideas 
about the content or want to participate 
in the event they should send details by 
email to rfhkpa@gmail.com.

Memorial Day
This time next year, the renal department 
is hoping to put together a Memorial 
Day to remember fellow patients.  David 
asked that they should send details by 
email to the RFHKPA patients have ideas 
about the content or want to participate 
in the event.

Election of RFKPA officers
Chairman – Andy Forbes was re-elected 
as Acting Chairman
Vice Chair – Vacant
Secretary – Patricia Gooden confirmed
Membership Secretary – Jill Slann 
continues
National Kidney Federation Rep – 
Louis Toussaint continues
Honorary Position
President – David Myers
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Question & Answer session

The four panel members who kindly took 
part in the session.
Mr Ben Lindsey - 
Senior Line Lead – Renal Endocrine 
Surgery
Dr. Ben Walsh - 
Consultant Nephrologist
Dr. Ferina Ismael - 
Consultant Dermatologist 
Zari Mousapour - 
Senior Clinical Practice & Educator 
Renal Dialysis

The session was very informative and 
interactive.  The overall attendance 
of around 100 patients and partners 

indicated that the format of being able to 
ask questions and raise concerns was a 
popular idea and we would hope we could 
continue this format for future AGMs. 
Patients asked the panel many questions, 
in fact the session overran and when it 
was ended, there were clearly still some 
patients who had questions to ask.

Some of the questions posed 
by attendees are listed below

What is your opinion on fl uid intake for 
patients on haemodialysis?

What should my named nurse be doing 
for me?

Should I have a named nurse in Low 
Clearance?

What dialysis choice shall I make when 
the time comes?

What does ‘working up’ for a transplant 
mean?

Has the number of patients opting 
for peritoneal dialysis increased or 
decreased over the last 12 months?

How well is the Organ Donation 
Committee in the RFH working?

Why might melanoma patients not be 
allowed to have a kidney transplant?

If you would have liked to have heard the 
answers to these questions, then make 
sure you come along to next year’s AGM 
as we will have a similar event but 
probably with a different panel.

David Myers brought the meeting to a 
close.  The KPA is very grateful to our 
panel for giving up their time and 
contributing in such a worthwhile way. 
In conclusion he stated that he and the 
KPA will continue to work to the best of 
our abilities to help our fellow kidney 
patients.



DIARY DATES 
KPA COMMITTEE MEETINGS
Feb 8th, March 7th, April 4th
Mondays at 7.15 pm
The Atrium, Ground floor, Royal Free Hospital

CAN I HAVE A KIDNEY TRANSPLANT?
Education session for kidney patients & families
Wednesday 13th January 6.00 - 8.00 pm
The Atrium, Ground floor, Royal Free Hospital 

PATIENT EDUCATION SESSIONS 
For low clearance patients
9th Feb 1.00 - 4.00 pm
Tottenham Hale

22nd March 1.00 - 4.00 pm
Royal Free Hospital, The Atrium

22nd April 1.00 - 4.00 pm
Mary Rankin/St. Pancras Unit

Andy Forbes (Chairman)  01442 262767

Patricia Gooden (Secretary) 07415 212722

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: r fhkpa@gmail.com

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

World Kidney Day is a day when we 
hope we bring together millions of people 
across the world and unite with one 
powerful voice for kidney health 
awareness. 

The RFHKPA are encouraging individu-
als and our patient groups to organise an 
activity or event to draw public attention to 
the importance of kidney health, what can 
be done to protect kidneys before disease 
strikes, and to help patients who already 
have chronic kidney disease. 

Further details will be available through 
our KPA notice boards,  the UK website:
www.worldkidneyday.co.uk  where there 
is support, advice, ideas for activities and 
downloadable resources.

Keep in touch through the UK Facebook 
page or email 
info@worldkidneyday.co.uk
If you use Twitter, you can follow 
@kidneydayUK and use #worldkidneyday.

To find out more about what is going on 
around the world, visit the international 
website - www.worldkidneyday.org

We very much hope you will be happy to join 
in with this exciting annual campaign.The WKD promotion in Sheffield, 2015


