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I must 
apologise to our 
many readers 
who have been 
wondering 
where the KPA 
newsletter 
has since the 
last issue in 
July ‘17. I was 
planning an 

October issue as the last one that I would 
produce but a ”little” matter of a second 
kidney transplant put a temporary hold on 
that idea.  My first kidney transplant had 
been failing for some time and my health 
was poor.  My wife and I had been on the 
live kidney donor paired scheme for 18 
months when in August of last year, we 
were told that a donor had been found for 
me and on September 13th I received my 
new kidney.  More about that in a fuller 
story later on in this newsletter.

Prior to my operation, I had already 
passed on many of the day to day 
responsibilities of RFHKPA to new 
Chairman, Nii Plange and new Treasurer, 
Jeremy Gold.  Nii has persuaded me to 
produce one final printed newsletter.  We 
will also transfer the content to our new 
RFHKPA website.  Hopefully members of 
the KPA committee will be able to keep 
the newsletter going online.

I’m still involved in KPA matters as 
president, but now at a reduced level.  
I still have responsibilities in my third 
term as a Royal Free hospital patient 
governor and am also kept busy as 
chair of the Royal Free Organ Donation 
Committee (ODC).  A key event that the 
ODC was involved with and I hosted in 
late February, was an organ donation 
opt-out debate; part of the Medicine for 
Members events.  If you weren’t able to 
attend and you are interested in organ 
donation matters, an edited film will be 
available on YouTube.  A Medicine for 
Members organ donation event I hosted 
last year can also be viewed using the 
following link. https://www.youtube.
com/watch?v=hZbJ5UePXXs&t=3666s
RFHKPA has been happy to show its 

gratitude to some long-standing members 
of the renal team who retired during 
2017.  KPA committee members attended 
a leaving party for senior nurse at St. 
Pancras/Mary Rankin, Essie Odum.  Essie 

was presented with a gratitude gift by 
RFHKPA chairman Nii Plange.

There was also a leaving party organised 
by us for specialist transplant nurse, 
Nadia Godigamuwe.  The party was 
attended by the full KPA committee 
and many patients who have been 
really grateful for the care, advice and 
friendship shown by Nadia.  She has been 
an exceptional nurse and along with a 
leaving gift presented by RFHKPA, many 
patients also brought along gifts. Nadia’s 
story appears on P5 in the newsletter.

RFHKPA President’s Update
David Myers, Life-President RFHKPA

David Myers
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Thanks to our many donors 
Since the last time we were able to thank 
our many donors there have been a 
considerable amount of donations to our 
charity and our grateful thanks go out to 
everyone who has donated. I would like to 
highlight a few of those donations.

Our congratulations go to renal patient 
John Matjilla who celebrated his 50th 
birthday in September 2017.  John’s 
family and friends donated the incredible 
sum of £1820 (plus gift aid). J ohn said 
“The Royal Free Hospital has played a 
big part in my life over the last 27 years 
and in celebrating my 50th Birthday, a 
number of people have asked me what I 
would like as a gift. Rather than buying 
me something, I would appreciate it if you 
donated the money to my chosen charity 
so they can buy much needed equipment 
for The Renal Unit at The Royal Free 
Hospital.”. Thanks to John and everyone 
who donated.

We send out thanks and condolences to 
Nick Bowman and the family and friends 
of Maria Bowman, who sadly passed away 
late 2017.  Maria was a very popular 
member of our kidney family.  We are very 
grateful for the donations made at her 
funeral and via JustGiving which totalled 
£1008 (plus gift aid).  As her husband 
Nick said “The number of familiar faces 
that I saw at Maria’s funeral were a true 
reflection of how much Maria was loved by 
everyone.”

We were saddened to learn of the passing 
of another popular patient dialysing at 
Tottenham Hale Kidney and Diabetes 
Centre, Sue Lingwood.

Sue’s daughter Corrine said “We lost our 
darling Mum and Nan on 28/01/18. She 
had her kidney removed (she only had 
one) in 2013 due to renal carcinoma. 
This meant dialysis three times a week 
and it became a way of life for five years. 
She was an inspiration to all her knew 
her; always positive and determined to 
fight on.  She was our Superwoman, our 
hero, our queen.  Her journey came to an 

end in ICU at the Royal Free, where she 
received first class treatment and care. 
We are forever grateful to the hospital, it’s 
wonderful staff and the NHS.”

Our thanks to Sue’s family and friends for 
the donations to RFHKPA via JustGiving 
which at the time of writing, exceed 
£1000.

RFHKPA has been remembered in a 
wonderful way by a Tottenham Hale 
patient (previously a patient at J & E). 
Joan G, a lady in her 70s, has left us a 
bequest of over £25,000.  We feature 
a fuller story about Joan later in this 
newsletter.  Part of this donation has 
been used to purchase a “Hush Slush” 
machine for use in kidney transplants.
In summary, effective cold preservation is 
of significant importance in both live and 
deceased donor kidney transplantation, 
now even more so with the development 
of the Robotic Assisted Kidney Transplant 
Programme at the Royal Free.

This machine provides excellent quality 
“cold slush”, which is advantageous over 
the traditional cold storage technique. 
Not only does it minimise trauma to the 
organ being transplanted and improve 
patient safety, it produces slush at 
the optimum temperature for organ 
preservation, thus potentially improving 
transplant outcomes.  It also saves the 
transplant team valuable time in the 
operating theatre during both donor and 
transplant operations.
Finally, our sincere thanks to everyone 
who has donated to RFHKPA. 
Irrespective of the amount, we 
appreciate every single pound and we 
will put the donations to good use for 
the benefit of our kidney patients.

Maria Bowman

 Sue Lingwood.

“Hush Slush” machine for use in kidney transplants
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In October 
last year we 
told you that 
the newsletter 
swill no longer 
be published 
in its current 
format, so if 
you are holding 
a printed 
version of the 

Newsletter, this is the last issue. 

You will still be able to access information 
from our website by using this link: 
www.royalfree.nhs.uk/services-a-z/
kidney-services/royal-free-hospital-
kidney-patients-association/   

The RFHKPA is making arrangement to 
have dedicated ‘RFHKPA Notice Boards’ in 
our units to display information for those 
who don’t use the internet.

Combining many roles
The sad decision to end the publication 
of the newsletter is not about lack 
of funds but driven by other reasons, 
foremost that David Myers who writes 
articles and publishes the newsletter 
with assistant editor Jill Slann has had 
to cut back on areas of his work due to 
other responsibilities as a Governor of the 
Royal Free London NHS. David must be 
commended for the work he has carried 
out for the association for approximately 
17 years. He stepped in to save the 
association from folding and combined 
the role of the chairman, treasurer, 
newsletter publisher, along with his role 
as a governor, with support from the 
committee.  It is for such unselfish and 
pro-active acts that at the last RFHKPA 
AGM, he was awarded Life Presidency of 
the association.  Though he has taken a 
step back from the day to day activities 
of the association, he is still a trustee 
and involved with whatever we do.  He 
is Chairman of the Organ Donation 
Committee and has successfully visited 
the Black Community to raise organ 
donation awareness with more organ 

donation events planned in communities 
which the Royal Free London serves.

The work for the KPA is huge
I am blessed to have very good supportive 
trustees and committee members to 
assist my chairmanship.  The work is 
huge and the association will always need 
new faces to fill in vacant positions and 
help organise events for our patients.  It 
doesn’t take a ‘special’ person to assist 
with the work of the association.  There 
are patients from all walks of life among 
us who can bring their expertise to the 
table to benefit their fellow patients.  If 
you want to assist with the work the 
association carries out please me an 
e-mail
rfhkpa@gmail.com or call me on 
07725 347925

We are blessed with such a 
strong renal team

The RFHKPA has always supported our 
renal medical team in many ways and 
I promise my tenure will not change 
anything. We will still continue with the 
assistance given in the past but perhaps 
with  slight changes in procedure. The 
renal team has been wonderful with 
patient treatment using the resources 
at their disposal. We are blessed with 
superb consultants who do their best for 
us, very professional nurses doing their 
best under trying conditions, caring and 
supportive administrative staff reminding 
us of our appointments, booking 
transport, liaising between departments 
on behalf of patients and to the ancillary 
staff who clean our units to protect us 
from infection along with bringing us our 
tea.  To all of you THANK YOU for coming 
together with your specialities, to keep us 
alive and healthy.

Finally, I will always be there for the 
patients and make sure the association 
supports your needs, be it financial, 
spiritual or emotional. Note the operative 
word is NEED.  All our work is voluntary 

and unpaid, so those who want to assist 
with our work must realise this before 
accepting a position. 

David Myers has served us well and has 
now thrown down the gauntlet with a 
legacy for RFHKPA. Who among you will 
pick it up and help contribute?

World Kidney Day.  A global
awareness campaign aimed at

raising awareness of the
importance of our kidneys

This year, World Kidney Day and the
International Women’s Day 2018 (APRIL
8th) were commemorated on the same
day, offering us the opportunity to reflect
on the importance of women’s health
and specifically their kidney health.
On its 13th anniversary, World Kidney
Day promoted affordable and equitable
access to health education, healthcare
and prevention for kidney diseases for all
women and girls in the world.

The KPA organised an information

stand in the Royal Free restaurant with

committee members assisted by Royal

Free renal nurses and dietitians talking

to hospital staff

Chairman's Update
By Nii Plange

Nii Plange

Nancy 1OS Ward Matron
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Nadia Godigamuwe recently retired after 
serving 47 years in the NHS, and in 
particular as a much loved, highly 
respected clinical nurse specialist at the 
Royal Free. Here she tells her story.

I came to London from a relatively 
unknown place called Guyana  (formerly 
known as British Guiana).

I fainted at the sight of blood
I started my nursing career in 1970 
accidentally.  I came to do a computing 
course but fate or somebody had other 
ideas.  The college raised its fees and I 
couldn’t afford to pursue the course.  My 
landlady was a nurse and she suggested 
that I should do nursing as it will not only 
be a career but I will get a place to live 
and get paid.  The only con was I fainted 
at the sight of blood.  The landlady said 
that I would get used to it.  The rest is 
history as they say. 

My nursing journey was 
never planned

I fainted a few times, I vomited a few 
times but I was okay.  The irony was I 

later joined the renal team at St. Paul’s 
hospital in Covent Garden and became a 
dialysis nurse.  My nursing journey was 
never planned.  Events dictated what hap-
pens next.  Suffice to say that I stayed in 
renal nursing from 1980 until I retired in 
September 2017.

I got the most satisfaction 
from delivering the best care 

I could
I started as a staff nurse, did the renal 
course, progressed to ward sister and 
various other clinical roles, finally ending 
my career as a clinical nurse specialist in 
transplantation.  I can honestly say that 

I have no regrets becoming a nurse.  I 
loved what I did. I never wanted to go into 
management as I got the most satisfac-
tion from delivering the best care that 
I could and hoped that it made a differ-
ence.

Throughout this journey, I met amazing 
people, formed lasting friendships and 
learnt that a life without cause is a life 
without effect, (once said by famous 
author, Paulo Coelho). Nursing was my 
cause and I hope it was effective.

I want to take this opportunity, cliched, I 
know, but nevertheless to say thank you 
for the support, love and help shown and 
given to me during my time at St. Paul’s, 
Middlesex Hospital and the Royal Free.

My nursing career started accidentally
By Nadia Godigamuwe

Nadia with Anil and Ayesha on a 5 mile walk

Nadia & the Royal Free Transplant Games team. 
She was a supporter & organiser over many years

 

 

 

 

Nadia at a  night out at the 2017 Transplant Games
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September 13th 2017 was far from being 

an unlucky day for me.  On the contrary, it 

was a wonderful and lucky day for me 

because I had a successful second kidney 

transplant operation.

I met my wife in 1985 and five years later 
we married.  At the time I was on medica-
tion for high blood pressure and I was 
aware that my kidneys were not working 
properly.  We tried to have as enjoyable a 
life as possible.  Our marriage ceremony 
was a very private affair.  We then had our 
honeymoon on St. Thomas in the Virgin 
Islands.  We had a second set of “wed-
ding” photos there as the setting was so 
much better than cold and dreary London 
in December.  We have been married now 
for 27 years and I can say that throughout 
this time,  Martha has been an abso-
lutely wonderful and loving wife.  She has 
shown incredible support for me acting 
almost as a “support nurse” during my 
most difficult years of dialysis and has 
supported me in trying to live life as well 
as possible.  She has been the reason I 
have been able summon up the strength 
to get through difficult times.  Words can-

not do justice to the love I feel for her.

Always looking over my 
shoulder waiting for my 

transplanted kidney to fail

My first kidney transplant had lasted 
nearly 18 years but had been failing 
for around four years.  That kidney had 
outlasted all expectations as my original 
consultant, Prof Paul Sweny had told 
me that, based on my blood results, the 
kidney might only last one year.  This was 
based largely on the creatinine figure 
which was around 250 and at no time did 
it ever improve.  This meant that I was al-
ways looking over my shoulder waiting for 
the kidney to fail.  To add to that, I never 
experienced good health during those 
almost 18 years.  But at least I didn’t 
need dialysis, thanks to the great care 
and treatment I received from the Royal 
Free renal team.

We discussed what the future 
might hold for the two of us

When it became clear that I would need 
a new kidney I was entered onto the 
national transplant list.  My wife, Martha 
and I discussed what the future might 
hold for the two of us if I had to go back 
onto dialysis treatment.  First time round, 
I had dialysis for nearly nine years. 
Towards the end of that period I was 
really quite ill.  By year seven, I was 

forced to close down my business (a 

graphic design consultancy) as I really 
didn’t have the strength to continue.  Mar-
tha clearly remembered how ill I was at 
that time and how it had affected our lives 
and she told me that she couldn’t bear 
to see me suffer in the same way again.  
Martha said that she wanted to see if she 
could be a match for donating a kidney to 
me.  The renal team carried out all of the 
tests and found she wasn’t a match.

That’s when we were asked if we wanted 
to be entered onto the Kidney Paired/
Pooled Donation Scheme. Donor-recipient 
pairs who are incompatible by Human 
Lymphocyte Antigen (HLA) type or ABO 
blood group and unable to donate 
directly, one to the other, are registered 
in a national scheme to achieve compat-
ible transplants with other pairs.  When 
two donor pairs are involved it is called 
‘paired’ donation.  If there are more than 
two pairs, it is called ‘pooled’ donation. 
Compatible donor-recipient pairs who 
seek a better HLA or age match may also 
be registered in the scheme.

We join the Paired/Pooled 
Kidney Donation Scheme

So, two years ago, Martha and I were 
entered onto the Paired/ Pooled Kidney 
Donation Scheme list which gets reviewed 
every three months.  I have to say that 
initially I wasn’t keen on letting Martha 
donate.  

A new year, a new kidney 
a new beginning

By David Myers
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What persuaded me to go ahead was 
Martha saying that not only did she not 
want to see me suffer, but what kind of 
life would she have to look forward to? 
She really wanted for the two of us to 
enjoy the rest of our lives together, and 
that was a good enough reason for me 
to accept what I might be putting my wife 
through.  After 18 months, I was told by 
Alison Richardson, specialist transplant 
co-ordinator, that a kidney had been found 
for me and that it was a very good match. 
This “pooled” pairing involved three 
“couples” where if we were couple 1, Mar-
tha donated her kidney to one of couple 2 
or 3 and I received my kidney from Steve 
from couple 2 or 3.  It was opportune for 
Alison to look after Martha and me during 
the work-up period and post operation as 
Alison looked after me following my first 
kidney transplant operation.

So happy to think I had come 
through the operation

Both my operation and Martha’s went 
well. In particular, my recovery amazed 
me.  The one fear that I had was remem-
bering how I was after my first transplant. 
I had a tube stuck down my throat and I 
recall making desperate signals to ask 
the nurse to remove it.  I was unable to 
open my eyes although I was aware of 
what nurses were saying to me, through a 
hazy feeling of being in a dream.  It took 
me days to feel a little bit of normality. 
This time I was fully awake and in no pain 
when I woke up in the recovery area. 
I was so happy to think I had come 
through the operation.  By the second day, 
my mind was very active and friends and 
family were amazed that I was sending 
texts and emails!

Over the next week, I have to say that the 
care and treatment I had from my renal 
team and the nursing staff on 10 South 
was absolutely first class.  My surgeon, 
Bimbi Fernando, had been very clear and 
honest with Martha and I about the risks 
involved in our operations. Bimbi came 
to see me every morning.  The fact that 
I was able to recover so quickly must be 
testament to his expertise.  Although he 
always tells me, “I’m just a sophisticated 
plumber”.  What an under-statement of 
reality!

I also think the care and attention to 
detail by my anaesthetist, Peter Berry, 
clearly aided the speed of my recovery. 
Prior to my operation, he went through 
every possible factor that could have 
an impact on my well-being during and 
after the operation.  I have various cardio 
issues that added to the risk of such an 
operation, but once again, thanks to his 
expertise along with the team in the the-
atre, I came though it with no problems.

The nurses looking after me post-op were 
fantastic, especially my main nurse Phil-
lipa, who showed incredible professional-
ism and compassion for a 26-year-old 
nurse.  I have to say I couldn’t fault any of 
the nurses that attended to me.  Having 
a secure and trusting feeling about your 
care when you are in hospital means so 

much to a patient. And all the doctors 
on duty over the eight days I spent on 
10 South were very reassuring about my 
recovery.

Our surgeon consultant, Neal Banga, 
deserves our grateful thanks for carry-
ing out the smooth nephrectomy (kidney 

removal) for Martha and the post-op care 
given to me for the three months after the 
transplant.  And I can’t ignore the wonder-
ful care given to me by Peter Dupont, who 
looked after me for many years before I 
switched to the failing kidney transplant 
clinic under the care of the excellent 
Phil Masson.  It would be remiss of me 
if I didn’t say thank you also to Andrew 
Davenport who was my consultant prior 
to my first transplant and, I have always 
believed, played a crucial part in ensuring 
that I got the chance of a transplant at a 
time when I was seriously going downhill.

Now the most important 
part of this story

Yes, the most important part of this story 
is Martha. I can’t really believe that this 
has all happened. It’s amazing to think 
that someone could do such a brave and 
unselfish action like giving up a kidney. I 
have been very emotional thinking about 
what she has done for me. But I have al-
ways realised that she has done so much 
over the 32 years that we have been 
together. When I was in hospital, every 
night I cried thinking about this incredible 
gift that she has given. I thought that it 
was sad that my parents were no longer 
around to appreciate what has been 
done for me. But the bonus that this has 
provided for both of us means that we can 
spend more time together and enjoy the 
simple things in life which had not been 
enjoyed so much over the last few years.

Christmas in Eze (France) 2015 
(A photo for the Myers Xmas card)

David & Martha with David’s mother in 
Marbella c 1990



I can only repay this incredible gift by 
making sure that Martha and I get the 
most that we can from our future years 
together.  We have some wonderful 
friends and family who have shown great 
support for us during this time, but the 
fact is, whilst we love spending time with 
our close friends, we have enjoyed most, 
the times we spend together and I trust 
we won’t ever lose that feeling.

Finally, I must thank everyone at the 
Royal Free for the wonderful way in 
which I have been looked after for over 
25 years. I’ve been carrying out volun-
tary work for RFHKPA for 17 years, been 
a Royal Free governor for six years, been 
chair of the Royal Free Organ Donation 
Committee for nearly two years, but I 
can never repay the Royal Free Hospital 
and the NHS for all the care I have re-
ceived.  That’s why I will continue to play 
a part in helping and advising 
patients, in campaigning to increase 
organ donation, and will be a voice that 
plays a part in the way in which the 
Royal Free group of hospitals plans for 
the future.

Writing about my feelings and reasons for 
why I donated a kidney, I never considered 
that words would be enough, especially 
when friends wanted to know how David 
and I were doing.  But then David asked 
me to share my experience by writing 
about what I did and why I did it.  Immedi-
ately my mind went into shutdown: I had 
been reluctant to relive sad and painful 
memories of seeing my husband suffering 
through all of our married life.  I knew that 
if I did it, I would have to reach for the 
tissue box.

I had to stop the robbery!

I had felt that we were robbed of the 
opportunity of having a normal life and 
perhaps of having a family of our own. 
The daily worries and the uncertainty of 
his health played a very important part in 
shaping the idea that I should do some-
thing more tangible, more permanent, a 
way of putting our lives back on track, with 
an overall view that my darling husband 
could have a better quality of life. I had to 
stop the robbery!

When the proposition of the Kidney Paired 
Exchange was explained to me, I immedi-

ately offered to do it.  I talked to David’s 
renal consultant, who explained to me 
the process and the steps that I should 
take in order to establish if I could be a 
possible donor.  I went through a thorough 
check up of my anatomy; a luxurious MOT, 
as I would like to call it.  The results were 
excellent in all areas; I was in the best of 
health.  At the beginning; I thought that 
the program only offered a direct ex-
change; only two couples at the time; and 
since I wasn’t a match for David, time and 
luck should be our companions.

The same feeling 
as winning the lottery

We waited 18 months, till last August, 
when unexpectedly, I received a call from 
Alison Richardson, specialist transplant 
coordinator, to say that they had found 
a good match for David. I was elated, 
ecstatic - I think is the same feeling as 
someone has when you are told you have 
won the lottery!  My husband was given 
the news by Alison when he was at the 
hospital attending a meeting in his role as 
a Royal Free Governor.
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First trip out to the park four weeks 
after op (DM looking much thinner but 

this didn’t last long!)

Martha at a friend’s birthday party, 2016

Why I donated a kidney
By Martha Myers
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The key elements were 
education and trust in medical 

expertise
After having conversations with the doc-
tors at the hospital, reading information 
given to me by the transplant coordinator, 
my own research for more information and 
the attendance at a lecture a few years 
back by Dr Bimbi Fernando (about how the 

kidney operation of “harvesting” kidneys 

is carried out, along with the risks and 

the results), I was able to seal my train of 
thought.  The key elements were educa-
tion and the trust in medical expertise. I 
learnt that we can lead and enjoy normal 
life with one kidney. 

I reached my decision without hesita-
tion or doubt that donating my kidney to 
someone was the right decision.  I felt 
that I could share the fortune of having 
two beautiful and functioning kidneys with 
someone who needed one; that I could 
help someone to have a better chance in 
life, as someone else was doing the same 
thing for my darling husband.  Never in my 
life did I have so much clarity of mind and 
warmth in my heart, that what I was doing 
felt right. I couldn’t let my other half’s 
health get any worse and the prospect of 
seeing him going on dialysis wasn’t going 
to happen. I realised how fortunate I was, 
to be in a position to do something real 
and positive for my husband.

Time and motion were put in place.
First we had to meet with Alison.  She 
explained to us something that allowed 
us to be in this position.  The system of 
the paired exchange had an additional 
benefit for some couples where a pooled 
exchange could take place. Instead of two 
couples, there could be three couples. 
This could possibly result in having a 
better matched transplant, not only for 
us, but for the other two couples. Imagine 
that!  Three couples, with no knowledge of 
each other, having this operation orches-
trated by two or three different hospitals, 
on the same day!  What are the chances? 
Not even going on holidays organised by a 
travel agent was as smooth as this event 
of organising the swap!  It was to me, 
actually better than winning the lottery!

I was happy that this could 
be leading to a very happy solution
As time went by and the new round of ex-
pected tests were going on, I was feeling 
more and more confident and happy that 
the path we were taking could be leading 
to a very happy solution. The nurses and 
the doctors involved were very upfront, 
clear and efficient.  Nothing was left to 
the last minute. Trust and communication 
were the key focus along with discussing 
any doubts. The operation was fast ap-
proaching and at home I took the opportu-
nity to ensure everything was in place and 
organised, after all, the two of us would 
be out of action for some time.

The day for the operation arrived sooner than 
I expected. I had to be at the hospital early 
morning on September 13th. David would 
receive his kidney around midday, the same 
day. The care and attention prior, during and 
after the operation was exceptional. I am still 
amazed and proud of the professionalism and 
organisation of the entire renal team. Every-
thing went like a military operation. Even now, 
I haven’t experienced pain of any kind! Maybe 
some discomfort, but not pain. Isn’t that 
incredible?

Overwhelmed by my 
friend’s generosity of spirit, 

kindness and love 

Nothing prepared me for the emotional 
and beautiful response of my friends, 
especially my friend Laura, who came all 
the way from Colombia to care for me.  

The understanding back home in the 
country I was born in, was felt by al l  my 
friends and family.  I  was overwhelmed by 
her generosity of spirit, kindness and love.  I 
started making plans for spending time 
with Laura. I was told at the hospital that 
due to the keyhole procedure, they didn’t 
expect me to be at the hospital much 
more than three or four nights, so I was 
going to really enjoy Laura’s company 
whilst she stayed with me.

This is the best thing 
I have ever done

At the time of writing this article, it is 
nearly six months after the operation and 
I feel that is the best thing I have ever 
done. This feeling only can go hand in 
hand with the happiness of seeing David, 
stronger, with a better colour and a better 
appetite.  But more importantly, the new 
kidney that we have nicknamed “Steve”, 
is doing well and it seems it took a liking 
to David.

My friend went back home after three 
weeks of caring and encouraging me to 
dream, that with our new reality, David 
and I could enjoy our life to the full.

David and Martha on holiday in Hawaii c 1988
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My name is Michael Newton and 
although I have known for many years 
that ultimately, I would need dialysis, it 
came as a shock when I realised the 
implications of just how it would take 
over both my and my family’s lives when 
I actually started dialysis in May 2017.

Apart from the dialysis three times a 
week, what really struck me was my ap-
prehension at the thought of travelling 
abroad.  I decided to learn as much as 
possible about just how I could maintain 
a good quality of life, not only for myself 
but also for my wife Moira, who has sup-
ported me through thick and thin and 
decided to join the NKF.  I have also be-
come a member of RFHKPA.

I have benefitted from the expert advice 
given by the NKF Helpline and also some 
of the interesting articles in their newslet-
ter, which showed me that it is possible 
to live a normal lifestyle whilst on dialysis.

Too good to be true? 
I noticed an advert in the NKF newsletter 
offering free holidays in Sicily with Dialysi 
Mucaria. This seemed to be too good to 

be true, so I emailed them and asked for 

further information. Within a few hours I 
received a phone call from the lovely and 
helpful Rosaria who told me the following 
details the unit.

1 They provide free dialysis in their 
various units to those who have an   
EHIC card.
2  They would provide a free taxi service     
to take me and bring me home from my 
dialysis sessions. 
3  They would contribute 100 euros to the 
cost of my flight.
4  They would provide free accommoda-

tion for me in one of their well-appointed 
self-catering apartments.
5  They would only charge 15 euros a day 
for my wife’s accommodation with me.
6  They would arrange a driver to collect 
us from and return us to the airport.
7  They would arrange for a hire car to be 
delivered to me.
8  They also arrange outings to places 
of interest and pizza evenings (great fun) 
and will advise on local attractions and 
places of interest.

A shock when I realised the implications of just how dialysis 
would take over both my and my family’s lives

By Michael Newton
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I was still cynical so asked her to give 
me the contact details of others who had 
been to Sicily with them.  I duly called the 
contacts and I received glowing reports, 
so we decided to go to Sicily.  We went for 
two weeks in October 2017 and I was 
astounded by the efficiency and care 
given at both the dialysis unit and the 
support, advice and assistance given to 
Moira and myself.

Trapani and the area around has a rich 
and varied history, located in a beauti-
ful seaside setting with a large choice 
of restaurants and shops. There are so 
many places of beauty and interest within 
a relatively short distance of Trapani.  I 
cannot speak highly enough of the profes-
sionalism, genuine care and service that 
we experienced.

Trapani is at the westernmost extremity 
of Sicily and there is very little foreign 
tourism in that area. All the major tourist 
destinations are located in the east part 
of the island (4 to 5 hours by road), so 
the local tourism industry is trying to do 
all possible to encourage tourists to the 
area by offering various forms of support 
to make Trapani attractive.
I would highly recommend this experi-
ence to others, and Moira and I look 
forward to returning next year.
     
https://www.dialisimucaria.it/en/

   

Monica & Michael Newton Favignana- Cala rossa                                                         

Tonnara di Scopello

Castellammare del Golfo
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The RFHKPA held its Annual General 
Meeting on November 19th 2017. The 
AGM was hosted by RFHKPA President, 
David Myers and was attended by around 
40 enthusiastic members. The Royal 
Free Hospital Kidney Patients Association 
reported on the year’s activities and the
Treasurer (Jeremy Gold) presented the 
draft financial statement for the year 
ending 30th Sept 2017.  Newly elected 
chairman, Nii Plange made a brief speech 
to KPA members.  This was followed by 
the highlight of the event, Neal Banga 
(Lead Consultant, Transplant Surgeon) 
& Ravi Barod (Consultant Urological Sur-
geon) made an informative presentation 
titled How the Royal Free is using the 
latest technology with the Da Vinci robot 
to carry out kidney transplants.  There 
was then a question and answer session 
in which they were joined by Dr. Mark 
Harber

Here are some of the details 
from the report on activities

Mr. Myers reported that the new RFHKPA 
constitution, adopted at the 2016 AGM, 
had been duly filed with the Charity Com-
mission.  He reminded the meeting that 
whilst all patients who receive treatment 
at the Royal Free Hospital renal unit, or in 
one of the trust’s satellite units, are
automatically members of the Association 

(KPA), data protection regulations mean 
that the trust cannot provide the KPA with 
patient details.  It is therefore necessary 
for patients to provide the KPA with their 
contact details in order to be included on 
the membership list.

Activities during the year 
(October 2016 – September 

2017):
Four newsletters had been published, 
distributed to all renal wards and 
satellite units. 

Medical equipment, to supplement 
that provided by the trust’s own funds 
had been purchased by the KPA. These 
include Smartseat Chairs – which enable 
more patients to spend time out of bed.
Ophthalmoscopes. AutoRIC devices – 
which provide remote ischemic condition-
ing prior to kidney transplantation and can 
extend the life of a transplanted kidney.  
Various medical items had been
purchased specifically in memory of 
deceased patients.

RFHKPA Annual General Meeting 2017
By Jeremy Gold (Treasurer RFHKPA

Smartseat chair

autoRic

Ophthalmoscopes
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KPA continue to fund the provision of 
massage therapy services.  We also 
provide financial support for members 
attending the annual National Kidney 
Federation conference, and we made a 
£1,000 grant to the Federation.

In conjunction with the Royal Free Organ 
Donation Committee, KPA committee 
members helped to organise and the 
KPA had part-funded an Organ Donation 
Conference held in Tottenham.  This par-
ticularly aimed at encouraging organ dona-
tion amongst communities where there is 
strong cultural resistance to this practice.

KPA continued to fund refreshments 
for patient group sessions, such as low 
clearance patient education, peer support 
programmes and home dialysis sessions.

Successful social events comprised 
patient Christmas parties and gifts, the 
Summer Tea Party at Muswell Hill and a 
day trip to Southend.  All these events are 
either fully funded or heavily subsidised 
by KPA. KPA continued to provide financial 

support for a small number of severe
patient hardship cases.  These included 
provision of a washing machine, a laptop 
computer, and taxi travel for patients visit-
ing relatives overseas to cover the cost of 
travel to and from dialysis treatment.

Finance
The Treasurer tabled a draft income and 
expenditure statement for year ending 
30th September ’17.  The net position 
(draft) at year end is that funds carried 
forward are £80,396 (2016 = £62,154). 
For information, a bequest of approxi-
mately £25,000 had been received after 
the year end. Thanks were expressed for 
the continued generosity of members who 
provide KPA’s funds, and without which it 
could not carry out its work for the benefit 
of patients.  These include bequests, 
monthly or one-off donations (direct to 
RFHKPA or via Justgiving.com), sponsored 
athletic events (including by trust medical 
staff), and raffle ticket sales.

Thanks were also expressed for trustees 
and committee members who have all 
attended meetings during the year without 
making expense claims.

The Treasurer stated grateful thanks to 
RFHKPA’s auditors, Farrell and Co. of 
Hemel Hempstead, who have audited and 
finalised the annual accounts pro bono for 
the past two years and have generously 
offered to continue on this basis.  This 
represents an annual in-kind donation of 
approximately £800 - £1,000.

Trustees and Officers
During the year Andy Forbes had resigned 
as chairman and as a trustee because of 
ill-health and business commitments. For 
a considerable time prior to this he had 
been unable to carry out the chairman’s 
duties, which instead had been performed 
by David Myers.  However, because of 
the need (after seventeen years) for a 
second transplant, and because in any 
case he wished to stand down from many 
of his KPA activities in February 2018, 
Nii Plange had been appointed acting 
chairman and Patricia Gooden appointed 
as a trustee and as acting vice-chairman.  
In accordance with the constitution, all 
trustees retired from office.  They were all 
willing to stand for re-election, and there 
being no other nominations were re-elect-
ed en-bloc.

Nii Plange (Chairman), Patricia Gooden 
(Vice-Chairman), Jill Slann (Membership 
Secretary), Jeremy Gold (Treasurer and 
Minutes Secretary), Louis Toussaint (NKF 
representative), David Myers, Caryl Bryant

Nii Plange was duly elected Chairman. 
The meeting thanked David Myers for his 
major contribution to RFHKPA over many 
years. Mr. Plange proposed that Mr. 
Myers should be appointed as Life Presi-
dent and this was approved by members.

Members stood in remembrance of fellow 
patients who had passed away during the 
year.

Appreciation was expressed for these 
senior clinicians giving up a Sunday af-
ternoon for the benefit of KPA members.

Summer garden tea party

Louis Toussaint presents our £1000 
cheque to the NKF
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Eating well in hospital
Many patients with Chronic Kidney 
Disease will spend a period of time in 
hospital whether you are unwell due to an 
infection or requiring a fistulae forma-
tion. So how can you make sure you are 
eating well?  While in hospital it is very 
important you maintain a good nutritional 
intake.  Some people may struggle with 
this. You may find the food is not the 
same as what you usually eat, you may 
be experiencing nausea and vomiting, 
or you could be nil by mouth (that is, 
not being allowed to eat before a proce-
dure).  Whilst you are admitted you will be 
screened weekly to assess your nutri-
tional status.  This will be completed by 
checking your weight and assessing your 
appetite. 
 

Should I be following a ‘renal 
diet ’when in hospital? 

While you are in hospital it is important 
to try and eat as normally as possible. 
This sometimes means following a fluid 
restriction, or a low potassium diet, if this 
is usual for you.  It is important to know, 
however, that during a hospital admission 
you may experience a reduced appetite.  
This can result in reduced oral intake and 
weight loss.  If this continues for some 
time, it can lead to malnutrition and put 

you at greater risk of infection, pressure 
sores and a longer hospital stay. Eating 
well really does aid your recovery!
The focus whilst you are in hospital is 
getting enough calories and protein in 
your diet.  If you have a reduced appetite 
and are struggling to eat all of your meals 
while in hospital, see our top tips section 
below.

Top tips

•Try to eat little and often if your ap-
petite has reduced-you can ask for snacks 
in between meal times such as biscuits, 
yoghurts, cakes, cheese and crackers.

•Try to eat your protein and starchy food 
first as they provide you with the most 
energy and protein.

•Don’t fill up on fruit and vegetables 
when you have a poor appetite.  These 
are low in calories and protein.  When you 
do eat them, always add butter/sauces or 
yoghurts and custard to boost the energy 
and protein content.

•Always try to have a pudding with each 
meal – this can increase your daily calorie 
intake.
   

•If you are struggling with a low appetite 
ask family members/friends to bring in 
some of your favourite snacks from home. 
Remember if you are bringing in cold food 
it needs to be labelled and dated.  

Unfortunately, food cannot be reheated on 
the ward. 

•If appropriate, nutritional supplements 
may be prescribed to you whilst on the 
ward.  These are milk or juice based 
nutritional drinks that provided additional 
energy, protein and vitamins.

•If you have any dietary allergy/intoler-
ances please speak with the housekeeper 
so we can be sure to provide the right 
type of food for you.

•If you are a dialysis patient, remem-
ber to keep track of your fluid restriction 
whilst in hospital.  You may be offered 
drinks more regularly than normal.  Be 
sure to count all liquids as part of your 
fluid allowance.
 

•If you are taking a phosphate binder 
bring them into hospital with you and 
ensure you are taking them with each 
meal (drug rounds are not always at the 
same time as meals which will affect the 
absorption of phosphate).

What happens to food, fluid and exercise 
if you find yourself in hospital?
By Alex Capon (Renal Dietitian) and Claire Stainton (Renal Physiotherapist)

R E N A L  D I E T E T I C  &  T H E R A P I E S  C O L U M N
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If you have 
had a kidney 
transplant 
you should 
be given a 
food safety 
booklet.  If 
you do not 
receive this 
ask one of 
the trans-
plant nurses 
for a copy.  

This will give you information regarding 
keeping your diet safe after a transplant. 
Remember if you are concerned and have 
experienced a large amount of weight loss 
you can ask the nurses to refer you to a 
dietitian for extra support. 

Keeping active
Whilst in hospital we encourage all 
patients to mobilise (move around) the 
way they would normally at home, and 
to ensure they are sitting out of bed as 
much as possible. Keeping active whilst 
in hospital is known to have lots of ben-
efits including:

•maintaining and improving your 
strength, balance, and independence as 
well as 

•reducing the risk of picking up chest 
infections.  Kidney disease can often 
make people feel tired but exercise can 
help you to feel more energetic because 
it helps your muscles to become accus-
tomed to activity.  Besides physical 

benefits, exercise can also help to im-
prove your psychological well-being.  
If your walking is more difficult than usual 
the nursing staff will be able to assist you 
with your mobility and transfers.  Unless 
you are told otherwise by your medical 
team, we strongly advise you to keep 
mobilising, even if it is more difficult than 
usual.  And we still encourage you to sit 
out of bed daily.

The nursing staff or your doctor can refer 
you to the therapy team on the ward if 
you need more help than usual. 
The stherapy team will be able to advise 
you on a specific exercise programme 
to help you to regain and maintain your 
strength and independence.

We are very grateful to have received a 
bequest of over £25,000 from the Will of 
Joan G, a patient at the Tottenham Hale 
unit, having previously been transferred 
from the St John and St Elizabeth unit 
from the North Middlesex dialysis unit. 
She had been a dialysis patient for 
approximately seven years.

Joan suffered illness for some years and 
decided that when she died, she wanted 
to share her assets between two chari-
ties related to her illness.  She had no 
stipulations as to how the money was to 
be spent but I thought it would be appro-
priate if some or all of it goes on a piece 
of equipment and perhaps a small plaque 
could be put on it with her name and date 
of the donation. I know this would have 
meant a lot to her.
Editor note: (As you will see in the 
President’s Update, over half of the 
bequest has been used to buy a “Hush 
Slush” machine for the benefit of trans-

plant patients. A plaque has also been 
affixed to the machine)

Joan was very generous with the gifts she 
took into the unit for the patients and 
nurses on a regular basis. However, she 
was an independent lady in spite of her 
frustration with having to make long 
journeys to have her dialysis treatment. 
She had severe diabetes and was wheel-
chair bound by the time she passed away.
Because of her poor health, the dialysis 
unit was the only place she went for the 
last few years of her life.  She had made 
a couple of friends there and that helped 

her through the treatment sessions.

She had been a secretary for a large in-
surance company for most of her working 
life.  She had a brief marriage some years 
ago which sadly did not produce children 
but she was very fond of her two nieces, 
Kate and Jayne. 

Joan had a “thing” about modern technol-
ogy and the fact that “everyone will know 
what I am doing” was anathema to her. 
That’s why I have suggested that her full 
name would not be used in this article 
and that she is referred to as “Joan G, a 
lady in her 70’s.”

Editor note: It’s a bit ironic that in spite of 
Joan’s concerns about modern technol-
ogy, that she has been able to provide the 
funds for a piece of technology which will 
benefit our transplant patients.

Joan G – a lady who didn’t like modern technology 
plays her part in providing the latest advance in kidney transplant outcomes

From information provided by Mrs Penny Smurthwaite (Sister-in-law)

Provided by RFHKPA from funds 
donated by the late Joan G 28-10-17
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Thank you for a most successful tea party
Although our Summer Garden Tea Party 
took place in June last year, we haven’t 
had a chance to show you the pictures 
of the people who attended because we 
haven’t had a Newsletter since then. 
The pictures show how much they all 

really enjoyed the event.  So look out for 
details of this year’s summer tea party so 
you don’t miss out.

This year we enjoyed some ideal weather 
and the atmosphere was great.  Our KPA 
reps must have been hard at work as we 

had more patients than we have had for 
years.

The tombola was a riot thanks to the 
efforts and hard work of Nalini and 
Mamta (Vandana Sharma’s sisters).  They 
collected £298 plus we had donations 
of £20 for one of our Sainsbury vouch-
ers and £18 in donations for food items.  
This produced a grand total of £336.

Some of the food was brought in by mem-
bers of the committee.  Our expenses 
amounted to £256 including the cost of 
hiring the North Bank itself, £113 for food 
and tableware. £43 for the samosas and 
bhajis.  So we had a net “profit” of £80.

We must give a special mention to Jill, 
Fiona, Louis and Linda, all of whom 
worked hard. Nii took the photos.

Janet played the piano again and was 
given flowers by Jill as a thank you for 
Janet’s generous ‘donation in kind’.  
Jannice performed her usual face painting 
and was given some wine after the event 
finished.

Everyone seemed to enjoy themselves – 
the weather helped as the children 
especially spent most time in the wonder-
ful garden grounds of the church.

Thank you to everyone who helped and 
to those who attended as even if you 
cannot help with the physical stuff, it is 
still good to have people there to talk to 
patients – some of whom were new to 
the RFHKPA and glad to ask questions of 
more knowledgeable people. A  number of 
patients told me they felt happier about 
their future after speaking with members
of our committee.  Thanks to all – see you 
next year.

A most successful tea party
By Caryl Bryant

An amazing tombola organised by the Sharma family



Sangeeta & Mamta 
(Tombola organisers)

New patients from BarnetFace painter Jannice Stephens

Pat Hennessy enjoying her tea

Mr & Mrs Charles Agyeman

Sandra Toussaint with Patricia Gooden
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The life-saving practice of organ trans-
plantation has come a long way over the 
centuries. 
Here are a few facts about the history 
and the current practice of organ dona-
tion.

1. The first organ donation took place in 
800 BCE.
Skin, the body’s largest organ, was also 
the first to be transplanted. Researchers 
have found evidence that Indian doctors 
pioneered the use of skin grafts to repair 
injuries. In 500 BCE, a doctor named 
Sushruta performed the first rhinoplasty 
procedure by taking skin from a patient’s 
forehead and transplanting it to the nose.

2. A 16th century surgeon discovered 
organ rejection 

Gaspare Tagliacozzi, a renowned physi-
cian at the University of Bologna, further 
refined Sushruta’s rhinoplasty proce-
dure, refashioning the noses of maimed 
soldiers using skin from the inside of the 

arm. He also developed procedures to 
repair lips and ears using transplanted 
skin from a person’s own body. But when 

Tagliacozzi tried to graft skin from a dif-
ferent donor, the body would reject the 
transplant. His notes on organ rejection 
marked an early recognition of a problem 
that would stymie organ transplants for 
centuries to come.

3. In the early 20th century, doctors 
transplanted animal organs to humans
Going back as far as the 17th century, 
doctors transfused animal blood into hu-
mans. In the 19th century, animal-human 
skin grafts were quite popular, with frogs 
being the preferred species. By the 20th 
century, physicians were transplanting 
parts from rabbits, pigs, dogs, and other 
animals into human patients, none of 
whom lived more than a few days follow-
ing their operations.

4. The first corneal transplant happened 
in 1905
Modern physicians still marvel at the pro-
cedure, undertaken by Austrian ophthal-
mologist Eduard Zirm. 

12 Things You Might Not Know About 
Organ Donation

By Jeff Wells
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Using corneas taken from a child donor, 
Zirm successfully grafted them onto a 
45-year-old farmworker, who had lost most 
of his eyesight in an accident. Zirm’s 
success is credited to sanitary conditions 
that were ahead of their time, and oph-
thalmologists today still use techniques 
that evolved from his original procedure.

5. Charles Lindbergh contributed to 
organ transplant technology
Known as a daring flyer, Lindbergh was 
also an accomplished mechanic who 
thrilled to an engineering challenge. After 
working for several years with transplant 
pioneer Dr. Alexis Carrel, in 1935 the two 
unveiled the perfusion pump, an intricate 
glass mechanism that could preserve 
organs outside the body. The invention 

landed the duo on the cover of Time 
magazine, though it ultimately proved too 
unreliable for physicians.

6. The first successful kidney transplant 
took place in 1954
In the days before immunosuppressant 
drugs, transferred organs were almost 
uniformly rejected by their recipients. 
Then, in 1954, doctors in Boston were 
presented with an interesting case: 
Ronald Herrick, 23, had agreed to donate 
one of his kidneys to his identical twin 
brother, Richard, who was dying of kidney 
failure.  The transplant was a success, 

with Richard living eight more years—far 
beyond the point anyone who had previ-
ously received a transplanted kidney had 
lived. Ronald, meanwhile, lived 56 more 
years, passing away in 2010. 
                 
7. Immunosuppressive drugs changed 
the game

In 1960, immunologists Sir Frank 
Macfarlane Burnet and Peter Medawar 

won the Nobel Prize for their work study-
ing immunosuppression and organ trans-
plant failure.  This opened the door to 
the development of immunosuppressive 
drugs, which allowed doctors to transplant 
organs from non-identical donors. The 
next decade would see the world’s first 
successful lung, liver, pancreas, and heart 
transplants.

 

 

 The Herrick brothers with their team of doctors      
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8. Kidneys are the most commonly 
transplanted organ
More than 17,000 kidney transplants hap-
pen every year in America, according to 
the National Kidney Foundation, compris-
ing more than half of all organ donations. 
After decades of developments, including 
better immunosuppressive drugs, kidney 
transplants are one of the most effective 
transplant procedures being practiced 
today. And yet, the donation rate only puts 
a dent in the more than 100,000 people 
waiting for kidney transplants each year.

9. Demand for transplants greatly 
exceeds supply 
Between 1991 and 2015, the number of 
transplants doubled in the US.  However, 

the number of people awaiting organ do-
nation grew almost six-fold. This is partly 
due to changes in the donation listing and 
matching process.  NHS Blood and Trans-
plant surveys consistently show that 8 
out of 10 people would consider donating 
their organs.  At September 2017, there 
were close to 24m people on the NHS 
Organ Donor Register, which is 36% of the 
population.

10. Only three in 1000 deaths are 
eligible for organ donation
Properly preserving a donor’s organs 
requires optimal conditions, meaning 
that only a small percentage of deceased 
individuals are fit to donate. In most 
cases, donors experience brain death in 

a hospital and are stabilized while their 
organs are harvested. Thanks to medical 
advancements, more and more patients 
that experience cardiac death are now fit 
to donate.

11. Minutes count when it comes time 
to make the transplant
Because some organs can only be pre-
served for a few hours outside the body, 
every minute counts when making the 
transfer from donor to recipient. Dona-
tion organizations coordinate with police, 
ambulances, and other entities to speed 
along precious organs. 

12. In 2012, 60 people took part in a 
remarkable donation chain
Call it a case of pay-it-forward on steroids. 
In 2012, a California electrician named 
Rick Ruzzamenti decided he wanted to 
donate a kidney to someone in need. 
The organ went to a man in New Jersey 
whose own family had wanted to donate 
but were found incompatible. After the 
man received Ruzzamenti’s kidney, family 
members were encouraged to themselves 
donate a kidney to someone in need, thus 
beginning a chain that connected donors 
with organ recipients and family members 
willing to donate in turn. The chain mean-
dered along for four months, connecting 
17 hospitals in 11 states. It ended at the 
thirtieth donation with a man named Don 
Terry in Joliet, Illinois.

 
Members of the remarkable donation chain

http://mentalfloss.com/article/92215/12-things-you-might-not-know-about-organ-donation
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We want ambassadors to help promote 
clinical research from a patient’s point 
of view.  This could take the form of 
speaking or presenting to local support/
community groups or, at the other end, it 
could be sharing their story about what 
it means to them to have taken part in a 
clinical trial at their local trust’s Research 
& Development open day.  I am actually 
currently looking for such a person to do 
this for a Royal Free event at the end of 
May.  Other activities that ambassadors 

could get involved in include manning a 
stand at their trust’s awareness event on 
International Clinical Trials Day; speaking 
to patients in clinic waiting areas about 
potential easy studies they may wish 
to support (excluding taking consent); 
feeding back on draft patient information 
sheets, etc.

North Thames office.  Most of their work 
will be done locally in conjunction with 
their local trust and out and about in the 
community.  It’s really hard to predict 
how much time they will spend in this 
volunteer role.  This is really dependent 
on the enthusiasm and time the PRAs 
can dedicate to the role.  But I estimate 
a figure for this: I would like it if a PRA 
were able to devote half a day a week to 
the role: equivalent to around two days 
a month.  That said I would not discount 
someone if they could only spend one day 
a month on this, as long as they had the 
passion for supporting clinical research 
and for communicating this to others, in a 
proactive way. 

I have currently two extremely active PRAs 
from a group of 14; one has already spo-
ken to his local prostate cancer support 
group and as we speak, is being fed into 
many trust groups, including sharing his 
story with the trust board.  Another PRA, 
who through engaging with the manager 
of her local sheltered housing scheme, 
has been invited to talk about her role 
at one of their many social events and is 
also trying to engage with more diverse 
members of the community.

I hope I have managed to give you a clear 
picture of what the PRAs could be doing.  

The bottom line is there are no hard and 
fast rules about this as it is a volunteer 
role.  The key, from my point of view, is 
the drive and enthusiasm of any individual 
who wants to take on the role.

Contact: Christine Menzies 
christine.menzies@nihr.ac.uk  
call 0207 679 9763

Could you be a patient research ambassador (PRA)
for renal and urology

By Christine Menzies, Patient & Public Involvement & Engagement manager
NHIR Clinical Research Network, North Thames, NHS

Christine Menzines
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For the last four years, Elaine Thomas-
Jeffries has sent generous donations at 
Christmas time; funds earnt by selling 
her magnificent Christmas wreaths at 
Christmas fairs and to local residents. 
This year, Elaine said “I am having such a 
successful year with the wreaths this year 
and I have some money to send to you. 
Would it be possible to put a request in 
for the money to be used for families that 
face crisis this Christmas due to kidney 
failure/dialysis? If not please use as you 
decide.”

As many of you will know, we already run 
a scheme where we provide Christmas 
gifts to any of our patients who either live 
alone or spend Christmas on their own. 
Our KPA Chairman, Nii Plange liaises 
with the various dialysis units to ensure 
the gifts go to those that fit the criteria. 
Elaine’s generous donation of £1000 
will go towards these patients.  We also 

provide funds to all the satellite units for 
Christmas parties for those patients 
having to dialyse over Christmas.

Elaine’s story

During 2001, Simon Cook, Elaine’s 
husband, became ill and was diagnosed 

with vasculitis (inflammation of the blood 
vessels) which in turn left him with a re-
duced kidney function.  Over the next 13 
years Simon attended the Lister Hospital 
in Stevenage for regular check-ups. In the 
summer of 2013 it became clear that his 
kidney function was deteriorating and that 
he would need dialysis or a transplant in 
the near future.

Finding a live donor
At this time, Simon and Elaine met Gareth 
Jones (Royal Free Hospital clinical lead 
- renal transplantation) on one of his 
regular visits to the Lister and discus-
sions commenced regarding a potential 
transplant. 
 
They quickly realised that waiting for a 
kidney from the transplant list could take 
more than three years, so they began 
looking into other possibilities includ-
ing finding a live donor from within their 
family.

Elaine was the first to come forward and 
whilst she had the same blood group as 
Simon, tissue typing showed that Elaine 
was in fact not a good match at all due to 
unusual antibodies in Simon.  The couple 
were informed that a match was going to 
be difficult to find.  Their children, Lloyd 
and Angharad were also discounted as 
they had similar tissue typing results to 
Elaine.

A marvellous Christmas donation

 

Elaine Thomas-Jefferies & 
husband Simon Cook
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Dialysis was not going to be a 
long-term solution for Simon

During December 2013, things came to 
a head when Simon was admitted to the 
Lister Hospital as an emergency, 
suffering from pneumonia, which had 
caused his kidney function to fail.  By 
January 2014, Simon had started dialysis 
which he thought he would have to endure 
for the foreseeable future. Dialysis was 
not going to be a long-term solution for 
Simon as he suffered dreadfully from diz-
ziness and nausea after treatment. 
He was forced to give up work. Simon and 
Elaine realised that dialysis was not only 
disruptive to one’s well-being but it affects 
your family too.

Simon and Elaine attended kidney trans-
plant team clinics at the Royal Free Hos-
pital and together with Gareth Jones and 
his “superb team of renal specialists” a 

plan was formulated for Simon’s kidney 
transplant.  Elaine successfully came 
through all of the tests for her to be a 
donor and they were both entered onto 
the pooling and pairing scheme for a 
shared kidney transplant.  Donor and 
potential recipient couples can be entered 
into this scheme four times a year to 
see if they can be paired up with another 
couple.

An altruistic donor had 
come forward

The first “run” in July 2014 was unsuc-
cessful however, soon after this, Royal 
Free clinical nurse specialist - living do-
nation, Bethan Hood, called to say an 
altruistic donor had come forward and 
was an excellent match for Simon.  This 
would mean that Elaine could donate her 
kidney to a stranger on the waiting list for 
whom she would be a good match. Things 
moved very quickly and on 12th August, 

donor kidneys were removed in the morn-
ing and recipient patients received their 
kidneys later that day.  Simon and Elaine 
have no idea of the identity of Simon’s do-
nor or Elaine’s recipient, but they do know 
that the chain of four was successful.

Elaine feels she has made a 
difference to someone’s life

As Simon and Elaine approached the 
end of 2014, they were looking back and 
thinking what a difference a year has 
made.  At the time of writing, Simon is 
feeling well and hopes to go back to work 
soon.  Elaine feels that she has really 
made a difference to someone’s life. 
Simon has his life back and Elaine says 
that’s wonderful to see.  From a donor’s 
point of view there are many positives 
that can be taken from altruistically 
donating a kidney, not the least is the 
increased sense of self-esteem and the 
feeling of “giving back” for all the good 
things life has given me, especially my 
wonderful family and in particular my 
children, who played such a wonderful 
part in supporting us and looking after us 
when we came home from hospital.

As you can see, Elaine is certainly an 
amazing giver and she has made the 
greatest gift to make Simon’s life greatly 
enhanced.



For as long as I can remember I have 
never missed watching the Great North 
Run that is held in Newcastle every year 
in September. 

I’m not sure whether it was the combina-
tion of the spectacular red arrows display 
or the sheer amount of people running 
across the iconic Tyne Bridge that amazed 
me the most.  I used to dream of running 
it one day myself; never in a million years 
did I think I would get the opportunity to 
do so.  This year I made the decision to 
make that dream come true.  Alongside 
my brother, I managed to complete the 
half marathon in one piece, partly sweaty 
and out of breath but mostly feeling 
positively overwhelmed because we were 
running for Kidney Research UK. 

I come from a family who 
suffer from Alports Syndrome
This amazing charity is dedicated to find-
ing better treatments and trying to cure 
kidney diseases.  I come from a family 
who suffer from Alports Syndrome (AS), a 
genetic, chronic kidney disease which has 
badly affected mainly females in my 
family as opposed to normally affecting 

men.  My eldest sister and more recently 
in the last two years, two cousins have 
had kidney transplants, all which have 
been successful, but not without going 
through some form of dialysis prior to get-
ting a kidney.

My late mother, who was on dialysis up 
until the day she died, also had a trans-
plant and I know one day I may need one 
as well.  My family were exceptionally sup-
portive and thought I was mad as I had 
never run before.  They helped my brother 
and I raise around £3000 between us, by 
posting our justgiving fundraising pages 
on Facebook and pictures on Instagram; 
tweeting and retweeting on twitter; to 
posting on LinkedIn where I received many 
donations from kind generous people 
from around the globe.  On the day of the 
run, lots of family members came to the 
finish line to cheer us on, with a smile of 
pride. 

I believe more awareness is 
needed about this disease

I was never really aware of what AS was 
and how it worked.  It was assumed my 

Going the extra mile for Kidney Research
By Saira Bhatti – Royal Free patient and research participant
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mother had AS but there wasn’t much 
research being done on it back in the 90’s 
so we never really knew anything in detail.  
This is why I decided to run for a kidney 
research charity, specifically to raise funds 
for research into AS.  I also believe more 
awareness is needed about this disease 
and there is much research needed into 
this particular area to help understand its 
manifestations and to try and find a cure 
for it as it could help future generations in 
my family and others too.

A positive and informative 
experience

Another reason for raising my own and my 
family’s awareness of AS, was recently 
participating in a kidney research study at 
the Royal Free Hospital, which has been 
quite a positive and informative experi-
ence. From knowing very little about AS,  
I now have a sound awareness of the 
disease. Speaking to the research nurses 
and doctors involved in the study has 
helped me and my family understand a bit 
more about the disease we have and how 
to live with it on a daily basis.  

To begin with I was quite apprehensive 
about taking part, as again, I had never 
actively participated in any kind of kidney 
related research, observational study 
or even general health related research 
before. 

In addition I was currently living in 
Istanbul, Turkey, n so I wasn’t sure how 
long I was going to last when I was told 
the study was 2-3 years long. 

I had been lugging around 
samples across the country!

Naturally, I was concerned about my in-
volvement and what it entailed.  The infor-
mation pack was very detailed and helped 
alleviate some of my concerns practically, 
alongside the people involved in running 
the study, who spent a lot of time answer-
ing my questions and queries. 

Another challenge was that, when return-
ing to the Royal Free hospital every so 
often, armed with samples I had been lug-
ging around across the country on trains 
and buses and relying on my siblings to 
safely store containers for me in their 
homes, I would panic in case I left or lost 
them anywhere.  

These two or so years have flown by 
quickly and when I was told the study was 
coming to an end, I felt a mixture of emo-
tions; mainly happy and glad I didn’t have 
to worry about losing samples or having 
nurses and many phlebotomists poking 
my thin and disappearing veins for blood 
samples despite having got used to it.

Taking part in a study 
specifically looking into AS 

has been worthwhile
My motivation for taking part in the Royal 
Free research study was to find out why 
this disease is common especially in my 
family, why some of my family members 
are greatly affected by it and others are 
not.  In addition learning more how to live 
with it has also been beneficial.  Since 
losing my mother in 1998 who had suf-
fered from some form of AS and a failed 
kidney transplant, taking part in a study 
specifically looking into this has been 
worthwhile and certainly eye opening. 
I feel like I have made a small contribu-
tion which I hope will go a long way in 
kidney research. 

There are many different types of kidney 
research studies running at the Royal 
Free.  If you are interested and would 
like to take part in research, please let 
your kidney team know. 

Alport Syndrome is a genetic condition 
characterized by kidney disease, hearing 
loss, and eye abnormalities.  People with 
Alport syndrome experience progres-
sive loss of kidney function.  Almost all 
affected individuals have blood in their 
urine (hematuria), which indicates 
abnormal functioning of the kidneys.
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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 influencing 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



Scientists have successfully produced 
human kidney-like tissue within a living 
organism, which is able to produce urine. 

The study authors, led by Professors 
Sue Kimber and Adrian Woolf from the 
University of Manchester, said it greatly 
advances our progress toward using stem 
cells to repair damaged kidneys.

The MRC and Kidney Research UK funded 
project is published in the journal Stem 
Cell Reports.

The scientists generated glomeruli – one 
of the functional components of a kidney 
– from human embryonic stem cells 
grown in laboratory culture dishes with a 
nutrient broth, containing molecules to 
promote kidney development.  They were 
combined with a gel-like substance, which 
acted as natural connective tissue, and 
then injected as a tiny clump under the 
skin of mice.

Nephrons had formed
After three months, an examination of the 
tissue revealed that nephrons – which 
filter waste from blood and produce 
urine – had formed.  The new structures 
contained most of the constituent parts 
present in human nephrons.  Tiny human 
blood vessels, known as capillaries, had 

also developed inside the mice, which 
nourished the new kidney structures.
To test the functionality of the new struc-
tures, the team used dextran – a fluores-
cent protein which stains the urine-like 
substance (glomerular filtrate) produced 
when nephrons filter blood.  The dextran 
was tracked and detected in the new 
structures’ tubules, demonstrating that 
filtrate was indeed being produced and 
excreted as urine.

One of their next steps is to 
work with surgeons

However, the scientists noted that the 
mini-kidneys lacked a large artery, without 
which the organ’s function would be 
limited.  The researchers said one of their 
next steps is to work with surgeons to put 
in an artery that will bring more blood to 
the new kidney.

Professor Kimber said: “We have proved 
beyond any doubt these structures 
function as kidney cells by filtering blood 
and producing urine – though we can’t yet 
say what percentage of function exists. 
What is particularly exciting is that the 
structures are made of human cells which 
developed an excellent capillary blood 
supply, becoming linked to the vascula-
ture of the mouse. Though this structure 

was formed from several hundred 
glomeruli – and humans have about a 
million in their kidneys – this is clearly 
a major advance. It constitutes a proof 
of principle, but much work is yet to be 
done.”

It’s a big research milestone
Professor Woolf, said: “Worldwide, two

million people are being treated with

dialysis or transplantation for kidney

failure, and sadly another two million

die each year, unable to access these

treatments. So we are tremendously

excited by this discovery – we feel it is

a big research milestone which may one

day help patients. However, there is much

more to learn: building on our generation

of kidney filtration units we must now turn

to developing an exit route for the urine

and a way to deliver this technology to

diseased kidneys.”

The work was also helped by a small
grant from local Manchester kidney
charity Kidneys for Life.

Scientists create functioning kidney-like 
tissue from stem cells
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Stem Cells

https://www.kidneyresearchuk.org/news/scientists-create-functioning-kidney-tissue

Cells under microscope

Genetic research



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 fill 
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
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Highlights
Donation income £43k - up from £28k in 
2016, plus £25k bequest received after 
the 30 September 2017 year-end.

Equipment purchases £11k - up from £3k 
in 2016. The main items were 

•Smartseat Chairs – which enable more  
 patients to spend time out of bed

•Opthalmoscopes

•AutoRIC devices – which provide re 
 mote ischemic conditioning prior to 
 kidney transplantation, which can  
 extend the life of a transplanted kidney

Patient hardship grants were 
substantially higher Jeremy Gold            - 
£670 compared with £168 in 2016

Printing, artwork and postage 
expenditure was much lower - £4.5k com-
pared with £6k in 2016 - mainly because 
there were fewer newsletters in 2017.

The Annual Summer Garden Tea Party 
made a small profit because very gener-
ous donations of food meant that less 
had to be purchased and volunteers were 
highly effective at selling tombola tickets.

We continued to provide a summer outing 
- this year to Southend - which provides a 
rare opportunity for many of our members 
and their families to escape for a day 
from the daily restrictions which are so 
often associated with kidney disease. KPA 
subsidises this very heavily - really just 
making a reservation charge to discour-
age people from booking and then not 
turning up, which has been a problem in 

the past.  Thanks are due to our trustees 
and committee members who give their 
time for free and charge almost nothing 
for expenses.  A thank you also to Farrell 
and Co. of Hemel Hempstead, who have 
audited and finalised our annual accounts 
pro bono for the past two years and have 
generously offered to continue on this 
basis.  This represents an annual in-kind 
donation of approximately £800 - £1,000.

Above all we must thank all members 
who donated to our Association - be it by 
bequests, monthly or one-off donations 
(direct to KPA or via Justgiving.com), spon-
sored athletic events (including by Trust 
medical staff), or buying raffle tickets. 

Without your donations, the KPA
couldn’t carry on doing what we do for
our fellow kidney patients.

Treasurers Report year end 30-09-17
By Jeremy Gold (Treasurer)



Kay Mason is determined not to be 
labelled as extraordinary but the 73-year-
old grandmother from Welwyn Garden 
City, Hertfordshire, acknowledges she 
marked a rather unusual anniversary in 
2017.

In the summer of 2017 Kay celebrated 
the 10th anniversary of donating one of 
her kidneys to a complete stranger. Kay 
was the very first person in the UK – in 
the summer of 2007 - to donate a kidney 
to somebody she didn’t know and had to 
fight long and hard for the right to do so.

Her decision goes back to 2001 when 
she found out you did not need to be a 
blood relative to donate and that in fact 
friends could do so.  But when the former 
palliative care nurse made the life-
changing decision to help a stranger, she 
found the doors were, at that time, firmly 
closed.

You had to be mad to want to give a 
kidney to a stranger

“I can’t remember a precipitating fac-
tor, it just seemed to make no sense 
to me that I wasn’t able to donate my 
kidney unless I knew the person,” said 
Kay.  “To be honest it seemed I faced a 
real struggle everywhere I turned, back 
then.  There had been a ‘kidneys for 
sale’ scandal and if you weren’t related 
you had to prove you knew the person.  
The thinking was you had to be mad to 
want to give a kidney to a stranger and 
if you were mad you couldn’t be allowed 

to give.  But I was perfectly sane. I’d 
done my homework and found out that 
people were dying for want of a kidney. 
My kidneys were healthy, I was already 
60 and I didn’t have kidney disease so I 
reckoned I could survive comfortably with 
just the one.  To me a stranger was only a 
friend or acquaintance I hadn’t met.  The 
more I looked into it the more I discov-
ered.  For instance, I heard of a story 
where someone needed a kidney and an 
enormous amount of pressure was put on 
a particular family member to become a 
donor, something they didn’t particularly 
want to do.”

New legislation enabled Kay to donate 
her kidney

With the help of supportive clinicians, Kay 
was finally able to feed into a consulta-
tion process which helped pass new 
legislation enabling her to donate her 
kidney to someone she did not know.  The 
Human Tissue Act 2004 came into force 
in September 2006 and Kay’s surgery 
was carried out the following summer at 
the Royal Free Hospital in London by Mr 
Peter Veitch. Since Kay’s ground-breaking 
surgery, a further 580 people in the UK 
have been able to donate their kidneys to 
people they do not know, known as non-di-
rected kidney donation.  Donors undergo 
thorough tests and then NHS Blood and 
Transplant finds a suitable recipient on 
the transplant waiting list.  The donor and 
recipient are not told each other’s identity 
either before or after the operation.

Ten years later and Kay has still never 
been in touch with the person who 
received her kidney.  “The fact that we’ve 
never met, even after all these years, is 
fine by me. I suspect many people would 
give to a friend but I do take great joy 
from having given to a stranger.  Life can 
be so unfair but to me this is nothing but 
a wonderful thing.”

Kay’s precious gift has been life-
changing for so many people

Gareth Jones, who leads on renal 
transplantation at the Royal Free 

Hospital, said:  “Kay was a trailblazer 
when it came to non-directed kidney dona-
tion and the UK is now a world leader in 
this area. Kay’s precious gift has been 
life-changing for so many people because 
where she led, others have followed.  
What is also particularly special about 
non-directed altruistic donation is it often 
has the ability to set off ‘donor chains’ 
where many patients can benefit from 
transplantation through the initial gift of 
just one person.”

Bob Wiggins, chair of charity Give a 
Kidney, said:  “Kay’s fight was 
instrumental in helping change govern-
ment policy. What she began ten years 
ago has led to hundreds of kidney 
patients being given opportunities for 
transplants they may not otherwise have 
had.  Times have changed enormously 
over the last ten years and every trans-
plant unit in the country has a programme 
for non-directed kidney donors.”

“However, there are still more than 5,000 
people in need of a kidney in the UK and 
around 250 people die each year because 
there are not enough organs available 
from deceased donors.  So there is still 
a need for yet more people to consider 
donating in this way.”

We congratulate and thank Kay and the 
team at the Royal Free Hospital on this 
very special anniversary and hope that 
her story resonates with others who 
might consider helping.”

Tenth anniversary for trailblazing 
kidney donor

Gareth Jones
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Hi everyone! My name is Marjorie Dunne 
and I would like to take the opportunity of 
introducing myself! I joined the Royal Free 
on 5th June 2017 as a Clinical Nurse 
Specialist in Home Therapies PD.  I start-
ed on my induction programme meeting 
my nephrology and transplant colleagues, 
learning the IT software that will enable 
me to carry out my duties, sitting in on 
clinics as well as familiarising myself with 
procedures and policies.

I have a renal nursing background of 30 
years!!  During this time, I have cared 
for nephrology patients at all stages: 
pre-dialysis, haemodialysis, peritoneal 
dialysis and transplant.  Much of my time 
was spent at Hammersmith Hospital, part 
of Imperial College Healthcare Trust. I 
started off as a staff nurse on a female 
nephrology ward at Hammersmith Hospi-
tal, then completed a renal course at St 
Mary’s Hospital and returned to Hammer-
smith as a Junior Sister – over the years I 
rose through the ranks and became Head 
Nurse specialising in Peritoneal Dialysis. 

In 2005, Hammersmith Hospital, Charing 
Cross Hospital and St Mary’s Hospital 
Renal Services merged and moved to the 
West London Renal and Transplant Centre 
on the Hammersmith Hospital site.  I took 
charge in opening the day - and short stay 
ward and spent three years there develop-
ing the service. 

After that time, I left to join Baxter 
Healthcare and trained patients onto 
peritoneal dialysis in their homes and at 
a dedicated training facility, the Baxter 
Education Centre, in Kew.  I trained lots of 
Royal Free patients whilst I was there, so 
some of you may even remember me!

Education is one of 
my passions

My last role before joining the Royal Free 
was as a Practice Development Nurse 
as I love teaching, training and develop-
ing staff.  So, education is one of my 
passions and one that I will put to good 
use in the future.  Over the years I have 
undertaken further studies and my latest 
accomplishment has been completing a 
MSc in Professional Practice, the title of 
my award is ‘Leading Change in Clinical 
Practice’.
  
I am so pleased to be joining such a dy-
namic, friendly and hard-working team. 
I am especially looking forward to meeting 
and helping patients adjust to peritoneal 
dialysis therapy.  I would like to be part of 
their journey by empowering patients to 
take control of their treatment and becom-
ing independent on peritoneal dialysis or 
at the very least ensuring they are always 
kept informed and involved in decision 
making about the care they receive. 

Bringing a little bit of Pacific 
sunshine to The Royal Free!

I juggle work with a busy family life too. 
Married, mortgaged and a mum to four
children.  I enjoy supporting my children 
at the sporting events and am known to 
be quite a vocal spectator! I am involved 
in my local church and an active Catechist 
currently leading the Confirmation Group. 
People always tell me I am always smil-
ing, enthusiastic and happy, it really isn’t 
surprising according to WIN-Gallup 89% 
of Fijians report they are happy, making 
Fiji one of the happiest countries in the 
world.  So, I hope to bring a little bit of 
Pacific sunshine to The Royal Free!

I want to be part of the patient journey by empowering 
patients to take control of their treatment

Says new Clinical Nurse Specialist Marjorie Dunne
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The importance of good foot care and 
regular foot checks for people with 
end-stage renal disease (ESRD) cannot 
be underestimated.  

Whilst diabetes is a major cause of ESRD 
and is already associated with foot 
ulceration, infection and amputation lead-
ing to early mortality, ESRD carries similar 
risks. In dialysis patients this is due to 
calcification occurring in the arteries 
affecting the blood supply to the foot, and 
loss of pain sensation neuropathy due 
to uraemia and microvascular complica-
tions.  Patients are at risk of injury and 
ulceration without pain, infection which 
can spread rapidly due to poor blood 
supply (reducing the body’s ability to fight 
infection) and gangrene (death of tissue).  
Those with neuropathy are at risk of Char-
cot’s Neuroarthropathy, a condition that 
can cause the collapse of the bones in 
the foot and lead to amputation. 

In 2015 the London Diabetes & Renal 
Strategic Clinical Networks turned their 
attention to this issue and produced the 
document “Best practice foot care for 
patients with renal disease”.  This 
document called for foot checks on each 
visit for dialysis and co-ordinated 
pathways for urgent referral to a specialist 
team if a problem was discovered.  

The National Diabetic Foot Audit has 
shown that the earlier a foot condition 

is seen, the better the outcome and 
previous research has shown that the 
same is true for those with ESRD.  One 
saying in the podiatry world puts it rather 
profoundly stating “Time is Tissue”.  In 
other words, the quicker a foot problem is 
treated, the less damage will occur and 
the better the outcome will be. 

Research showed that ESRD had a 
profound negative impact on morbidity, 
mortality, and survival rates after lower 
limb amputation over 20 years ago.  An 
audit in 2017 at the Royal Free Hospital 
showed that one in eight podiatry clinic 
appointments at the RFH acute foot po-
diatry department are taken up by dialysis 
patients, and that dialysis patients with 
major foot complications continue to have 
worse morbidity and mortality than non-
dialysis patients.  

NHS England Diabetes Multidisciplinary 
Foot Team Transformation Fund ap-
proved a bid for the RFH to host a new 
7 day working podiatry ‘Hot Clinic’.  This 
clinic will be available to anyone in North 
Central London with diabetes who has an 
acute foot problem (ulceration, gangrene, 
infection) with 7-day access.  If success-
ful, the clinic is likely to accommodate 
anyone with ESRD.  The ‘Hot Clinic’ is due 
to start in 2018. 

Regular foot checks save 
limbs and lives

A couple of simple checks can be 
performed to find any damage early, 
to protect the foot where sensation is 
diminished and ensure early referral for 
urgent problems.  Any healthcare profes-
sional should be able to perform these 
simple checks.  However, this is often not 
done regularly despite the overwhelming 
evidence that regular foot checks save 
limbs and lives. 

Good foot care and end-stage renal failure
By Richard Leigh, Consultant Podiatrist RFH Co-Chair NHS England (London) Foot Care Network
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Self-care for patients with 
ESRD 

Daily foot check – having a look at your 
feet on a daily basis. A mirror may be 
useful to see underneath your foot and 
behind your heel.  If you have poor vision 
you may need a family member to check 
for you. Your feet should also be checked 
when you attend dialysis. 

Dry skin – use an emollient cream to keep 
moisture in your skin and prevent it crack-
ing. It is best applied after bathing. 
Nail Cutting – cut nails straight across 
and file the edges. Do not cut down the 
sides of the nails as this can cause  

ulceration and infection.  If you have 
ssdifficulty cutting nails ask for a referral 
to podiatry.

Do not use over the counter foot products 
that state “Do not use this product if you 
are diabetic or suffer from poor blood 
circulation” without advice from a health-
care professional.  If you have an urgent 
foot problem – do you know who you 
should contact?  Ask your renal team. 

Finally, remember to always seek urgent 
medical help if your foot is hot, swollen, 
red, discoloured or unexpectedly painful.

Leave the nail 
slightly long and 
file the edges so 
that they are not 
below the level of 
the skin

Cutting ther nail 
short and curved 
below the level of 
the skin can cause 
ulceration and 
infection

Enquiries: 020 7830 2749 s
020 7794 0500 x 33554

Have you ever 
imagined a situa-
tion, when one of 
your close family 
- a child, a mum, 
a dad, or a friend 
having an acute 
kidney dysfunction, 
is told after years 

of dialysing, that a kidney is available for 
transplantation?  

What good news!  Will you let your family 
refuse it? Certainly not.  Then the kidney 
is successfully transplanted, thus extend-
ing the life of that close relative.  What 
would have happened If the deceased had 
not willingly donated in a true humanitar-
ian spirit his/her kidney on death?

Certainly, your relative would still be 
dialysing, still waiting, or even die, still 
awaiting a kidney transplant.  If you are 
willing to accept a donor kidney, why not 
donate any of your organs for eventual 
transplantation on death?

Discuss with your family 
your wishes to 

have your organs donated
Why not discuss with your family your 
wishes to have your organs donated, 
and why don’t you join the organ donor 
register now?

Every day, every week, every month, kid-
ney patients undergo pain, hours of 
dialysing, patiently waiting for an organ 
donor - don’t you now think your respon-
sibility to society is to join the donor list 
and at least save one more life after your 
death?

Eighth time lucky!
Recently, after waiting over five and a half 
years dialysing, with no proper social life, 
having been called for a potential trans-
plant seven times, I was a lucky recipient 
of a donated kidney - for which I am and 
will ever be grateful.

I ask myself, what if the donor had not, in 
life, agreed to donate his kidney on death.  
I would still be stuck to dialysing, and 
with no luck, maybe die while waiting for a 
kidney to be donated.

Please think, sign on to the organ donor 
register and urge your friends and your 
close family to do likewise.  It does not 
matter if you are Asian, African, Carib-
bean, White, Hispanic, Muslim, Catholic, 
Hindu, Buddhist, Methodist etc - any 
religion.  After all, we all have one life and 
we all wish to make the best of it.

I appeal especially to African, 
Caribbean, Asian and Latinos
I now appeal especially to African, Carib-
bean, Asian and Latinos – to agree to 
donate their organs by getting a donor 
card.  Discuss with relations your wishes, 
and help save at least one more human 
from dying due to lack of a donor organ.

World Kidney Day 8th 
APRIL

World Kidney Day was on APRIL 8th to 
raise awareness of kidney disease and 
the need for kidney donors. So, go to 
your church, synagogue, your mosque 
etc., your friends' houses, your clubs, 
your places of work to encourage people 
to join this great humanitarian nature - a 
final gift of life to another.

Finally, remember my opening statement. 
If any of your close relations are offered 
a kidney or any organ for transplant, will 
they refuse? Certainly not.
So why not join the donor register and do 
what is best - donate an organ.
 

https://www.organdonation.nhs.uk/
register-to-donate/register-your-details/

A gift of life is a good deed!
By Professor Sir Montgomery Cole - recent kidney recipient and Fellow of the Royal Society of Medicine
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An innovative conference addressing 
the challenges of organ donation in 
black communities was held at the Cal-
vary Church of God in Christ (COGIC) in 
Tottenham. The conference was organ-
ised by the Royal Free Organ Donation 
Committee.

The conference was organised by the 
organ donation committee of the Royal 
Free Hospital and attracted 85 people. 
They heard about the process of organ 
donation from a transplant surgeon, a 
specialist nurse for organ donation and a 
health psychologist.

Patients were also on hand to tell their 
stories, a kidney transplant recipient and 
liver transplant recipient both shared with 
the audience how organ transplantation 
had transformed their lives.  The sister of 
a deceased donor also explained how her 
brother saved lives by donating his organs 
and described the discussions within her 
family which led to this remarkable gift of 
life.

The Mayor of Haringey, Cllr Stephen Mann, 
attended the conference and thanked 

everyone for organising this important 
event.
 
David Myers, chairman of the Royal Free 
Hospital organ donation committee and 
president of the Royal Free Hospital 
Kidney Patients Association said:  
“We have to address the enormous gap 
between the number of black patients 
who need an organ transplant and the 
number of black organ donors from the 
community served by the Royal Free 
Hospital.  The conference highlighted the 
main challenges we face and how we can 
address them.  I am delighted that we 
worked in partnership with the COGIC to 
address this important issue and hope 
to do so with other communities in the 
future.”

Janet Brown who attends COGIC said: 
“We were happy to host this conference. 
As a church, we see the need for people 
to be enlightened, educated and informed 
about organ donation.  It was very satisfy-
ing to see so many members of our com-
munity enjoying the day. We are hoping to 
do more work in this area in the future.”

Alice Workman, specialist nurse for organ 
donation at the Royal Free Hospital, said: 
“It’s vital that all communities know 
about the importance of organ donation 
to ensure people can make an informed 
decision about signing up to the organ 
donor register. It’s so important that you 
discuss your wishes with your friends and 
family.  Donors can give the gift of life and 
not only transform the recipient’s life but 
also touch the lives of so many others. 
It can also be a great source of comfort 
for the donor’s family that the deceased 
has chosen to do this for others.”

The Royal Free Organ Donation Committee 
encourages more organ 

donation from black communities

From l-r : Bimbi Fernando, Sarah Afuwape, Kirit Modi, Helen Foley, Cllr Stephen Mann - Mayor of Haringey, 
Susan Clarke - Deputy Mayor of Haringey, Cllr Liz McShane, Patricia Gooden, Alice Workman 


