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KPA/Renal Team Meeting

Members of the KPA (David Myers and 
Nii Plange) met up with the renal team 
(Jenny Cross, Gareth Jones, Janice Ward, 
Hana Midgley, Lee Gutcher & Michaela 
Dynott) for our bi-monthly team meeting 
on 15th April.

This is a regular meeting where the Royal 
Free renal team informs the KPA about 
changes and improvements that affect 
our kidney patients.  Our KPA team is able 
to let the renal team know about patient 
issues or concerns.

Self Care Dialysis
Self-care dialysis is soon to merge under 
one umbrella – “Home Therapies” which 
will consist of home haemodialysis, peri-
toneal dialysis and the self-caring patient. 
Home haemodialysis patients have risen 
60%, in the past year; the Royal Free now 
has 26 patients performing home dialysis 
and four more waiting to go home, with 
the aim to have 40-50 patients by 2017.  
We currently have 152 patients perform-
ing peritoneal dialysis.

Peer Review
Members of the renal team, Hana Midg-
ley, Maddy Seeley, Janice Ward, Sinead 
Burke and patient representative David 
Myers have taken part in two-day re-
views of the renal units across London’s 
hospital trusts to compare practices and 
hopefully learn and share best practice. 
It will be interesting to see how the Royal 
Free compares to other units.

David Myers was part of the team that 
reviewed the Barts units and commented 
“whilst there were marked differences 
between some units, overall Barts run a 
dedicated and very professional depart-
ment.  There will be things we can learn 
from the services they provide and the 
review team will have highlighted areas of 
their services which can be improved for 
the benefit of patients.”

Patient expectations 
The KPA highlighted the need for patient 
expectations to be better communicated. 
Patients should be helped to understand 
what they can expect from the resources 
that are available. Jenny Cross and Janice 
Ward are currently working on a welcome 
pack document aligning expectations, 
aided by the KPA.  All documents of this 
type take time to get finalised.  Mean-
while a simple leaflet will be produced 
on a trial basis and be placed in patient 
areas until the welcome pack is ready.  

Foot Care

Following David Myers’ work with the 
London Strategic Clinical Renal Network, 
he is eager that kidney patients should be 
better informed about foot care.  The KPA 
will be working with Christine Walker, lead 
podiatrist, to provide information in future 
KPA Newsletters. 

Diagnostic Pathway
The KPA has been unhappy about waiting 
times for an angiogram in relation to 
getting approval for being fit enough to 
be put onto the national transplant wait-
ing list.  It was clear that the renal team 

were unaware of how much waiting times 
had increased over the last 12 months. 
They have moved from six weeks to 4-6 
months.  There are also concerns that 
some consultants’ letters are taking too 
long to arrive and this has meant that a 
procedure can get carried out by a con-
sultant in another department without the 
most up to date renal letter which would 
include a “plan” for treatment.  This could 
be avoided by one consultant talking to 
the consultant carrying out the procedure
or by simple ensuring a faster delivery of 
the letters.

Clinic Waiting Times
The KPA feel there should be better ways 
of communicating to patients when a 
clinic is running late.  For instance using 
a television with live clinic waiting times 
shown on the monitor so that patients 
know how long they have to wait for 
their appointment.  Sadly, Gareth Jones 
explained that “Royal Free software would 
not accommodate this.  This would also 
cause problems to appointment times 
especially when patients turn up without 
an appointment but need to be seen.  
This could jeopardise the whole appoint-
ments system and patients may end up 
having a longer waiting time than neces-
sary.”  In this world of rapidly changing 
technological improvements, this was a 
disappointing response.

Transplant Patient Attending A&E
The KPA expressed cross infection con-
cerns with transplant and immune sup-
pressed patients attending A & E.  Would 
a mask covering the face and nose give 
protection against infection?  Renal con-
sultants stated that there was no proof 
that a face mask will decrease the level 
of cross infection.  However the new A & 
E department will be bigger in size and 
may have the capacity to accommodate 
an isolated area in the future to minimise 
cross infection for those patients who are 
immune suppressed.  

The KPA /Renal team were meeting again 
on 9th June. 

Normal foot         Foot with oedema

By Michaela Dynott and David Myers



Summer Events -
Tea Party, Hastings Day Trip

Summer’s here and 
that means two of 
our regular events 
give our patients 
the opportunity 
to meet up with 
fellow patients and 
for some, the rare 
opportunity to get 
out for a social 
event.

By the time you read this, our Summer 
Garden Tea Party will be over but at 
the end of this month, two 49-seater 
executive coaches will be taking our 
kidney patients with family members, to 
Hastings.  We also organise two separate 
ambulance vehicles to transport patients 
with mobility problems.  These events 
couldn’t happen without the generosity 
of donors to the RFHKPA.  So thanks to 
all of you for continuing so show such 
kindness to our patients.

We’ll have photos from the Summer 
Garden Party in our next issue.

Renal Peer Review project
As part of my work with the London Renal 
Strategic Clinical Network I have taken 
part in a peer review of another renal 
unit in a London trust.  Peer review is the 
evaluation of work by a group of people 
of similar competence to the people 
who work in other renal units (peers). 
It constitutes a form of self-regulation 
by qualifi ed doctors, nurses and back 
service specialists.  Peer review methods 
are employed to maintain standards of 
quality, improve performance, and provide 
credibility.

I was able to to gain insight as to how 
patient care is carried out at Barts renal 
units and had the opportunity to speak to 
patients, members of patient groups 
to see how they communicate with their 
fellow patients.  The Royal Free has also 
had its review and it will be interesting to 
see how our peers rated the standard of 
care that we receive. In the end, hopefully 
all the renal units across London that 
have been reviewed will learn something 
that benefi ts all kidney patients.

My own peer review
I have been told for the last four years 
that my now 17-year old kidney is failing 
and I may soon be back on dialysis.  
Since the time I was told I needed to 
start the procedures to be activated 

on the transplant list, both my wife and 
myself have been very frustrated at what 
we have had to experience as part of 
the transplant pathway.  The amount of 
time spent waiting for procedures to be 
completed before I have been placed back 
on the transplant list is unacceptable.  
The level of communication with my wife 
and the role she may be playing has also 
been unacceptable to her. Have we been 
simply unlucky or have other couples 
been unhappy with the way the system 
has dealt with them. Through my role on 
the KPA I know the answer to that.  If you 
have been unhappy with your experience 
through the transplant pathway, please let 
me know.  rfhkpa@gmail.com

Well done the NKF
NKF have won the battle with NICE (The 
National Institute for Health and Care 
Excellence) to keep the full range of 
immunosuppressant drugs available that 
can be prescribed.  On June 1st  NICE 
announced that following the appeal at 
which the NKF and others gave evidence, 
the matter would now be referred back 
for further consideration, and in the 
meantime (probably years) the full range 
of immunosuppressant drugs will remain 
available to all transplant patients.

Patients may recall that NICE had 
originally reached a decision to severely 
restrict the available types/brands 
of drugs.  Realising the horrendous 
implications of this to kidney patients and 
their transplanted grafts, NKF opposed 
this change in an ongoing battle which 
culminated in an appeal hearing at which 
NKF spelt out the damage that such a 
decision would do.  So very well done the 
NKF!

RFHKPA Update continues 
on page 7
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Skin cancer awareness 
in renal transplant patients

Renal transplant patients are at in-
creased risk of developing a variety of 
skin conditions compared to the general 
population, including an increased sus-
ceptibility to pre-cancerous and can-
cerous skin lesions.  In addition to the 
increased risk of developing them, skin 
cancers in renal transplant recipients 
tend to be more numerous and aggres-
sive. 

Why the increased risk?
The immunosuppressive drugs used to 
prevent organ rejection are the main rea-
son for the increased risk of skin cancer. 
By inhibiting the immune system, they 
prevent the defence system from counter-
acting such conditions. 

All organ transplant patients are at risk 
of developing skin cancer and the risk 
increases with time.  For instance, more 
than 40% of patients will have devel-
oped skin cancer within twenty years of 
transplantation.  However, there are some 
groups of patients who are more at risk 
than others.  These include patients with 
any of the following:

•Fair skin that burns easily
•Light coloured eyes: blue, grey or hazel
•Naturally blonde or red hair
•Numerous freckles
•Outdoor occupation or heavy sun 
•History of skin cancer

 

Why is early detection 
important?

The earlier skin cancers are detected, the 
more amenable to treatment they will be. 
Many precancerous conditions can be 
treated by non-surgical means, for exam-
ple by spraying with liquid nitrogen (cryo-
therapy) or applying a cream, therefore 
preventing progression into skin cancer. 

Most skin cancers themselves can be 
removed by a minor surgical procedure 
performed under a local anaesthetic, 
which is often curative.  Since most skin 
cancers arise on sun-exposed sites e.g. 
the face, prompt diagnosis potentially 
minimises the extent of surgery and sub-
sequent scarring. More importantly, rapid 
treatment reduces the risk of possible 
tumour spread with certain types of skin 
cancer. 

How do I detect skin cancer?
The following should be brought to the at-
tention of your doctor – any marks on your 
skin which are:

•Growing
•Bleeding
•Painful
•Changing in appearance in any way
•Never healing completely

The most commonly occurring 
precancerous and cancerous 
skin lesions include:
Actinic keratoses (also known 
as solar keratoses): 

These are precancerous skin lesions 
which are characterised by pink/red scaly 
patches, on sun exposed sites.  The 
most commonly affected areas are the 
face and backs of the hands.  They can 
sometimes resolve spontaneously but it 
is advisable to have them treated since 
they do have the potential to progress to 
skin cancer. 
Treatment options include cryotherapy or 
topical chemotherapeutic agents in the 
form of a cream.

Basal cell carcinomas (BCC or 
rodent ulcers): 

These are slow growing, often pearly/pink 
lesions that typically arise on sun ex-
posed sites.  They seldom if ever spread, 
however if left untreated they can erode 
the skin, eventually causing an ulcer and 
can cause local invasion.  Surgical remov-
al is the mainstay of treatment though 
other options include local radiotherapy 
as well as cryotherapy and creams for 
certain superfi cial types of BCC.

Dr Ferina Ismail, Consultant Dermatologist, Royal Free Hospital
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Squamous cell carcinoma 
(SCC)

A squamous cell carcinoma usually 
appears as a scaly/crusted area of skin, 
with a red, infl amed base and is often 
ulcerated.  A painful, enlarging lump is 
suspicious for SCC, frequently occurring 
on sun exposed sites, particularly on the 
ears, lips and backs of the hands.  This 
is the most frequent type of skin cancer 
in organ transplant patients and if left 
untreated, does have the potential to 
spread to distant sites (metastasise). 
SCCs are generally best treated by surgi-
cal removal.   

Melanoma

Melanomas are much rarer than BCCs 
and SCCs, but are the most serious 
type of skin cancer since they have the 
greatest propensity to spread to the 
lymph glands and other organs.  They 
are usually an irregular brown or black 
lesion, which may start in a pre-existing 
mole or appear on previously normal skin.  
Any change in a mole, or any new mole 
occurring for the fi rst time after the age of 
thirty, should be shown to your doctor.

How do I reduce the risk of 
developing skin cancer?

Exposure to the sun is the main cause of 
skin cancer in organ transplant patients. 
This does not just mean sunbathing, but 

includes sun exposure encountered with 
outdoor activities such as gardening, 
walking or sports.  The following simple 
precautions are recommended, particu-
larly between the months of April and 
October:

• Cover up: wear a sun hat, long sleeves  
 and trousers in sunny weather.
• Stay in the shade, especially between  
 the hours of 11am and 3pm.
• Use a sunscreen of Sun Protection  
 Factor (SPF) 30 or above, and 4 star  
 rating (****), that protects against  
 both Ultraviolet A (UVA) and UVB, and  
 re-apply every 2 to 3 hours.
• Remember that winter sun, such as  
 on a skiing holiday, can contain just  
 as much of the damaging UV light as  
 summer sun.
• Do not use sunbed.
• Examine your skin regularly and learn  
 to recognise the early signs of skin  
 cancer.

In view of the substantial risk of skin can-
cer development, national guidelines 
recommend that all renal transplant 
recipients are seen at least once a year, 
in a dedicated transplant patient/skin 

clinic, ideally within the fi rst six months of 
transplantation.  It is therefore important 
to remind your renal physician to refer you 
to the organ transplant/skin clinic at the 
Royal Free Hospital which takes place ev-
ery week in the dermatology department. 
At your visit, you will be seen by a 
Consultant Dermatologist, who will under-
take a full skin examination, as well as 
teach you how to examine and monitor 
your skin.  This will enable any potential 
skin cancers to be detected and treated 
early.

Key points:

• Learn how to recognise the early signs  
 of skin cancer.
• Examine your skin regularly for these  
 signs.
• Get an annual check from a 
  dermatologist (or specialist nurse).
• Report any skin changes promptly.
• Protect yourself from the sun.

This article previously appeared in our 
July 2012 issue
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Sue Franklin Remembered

An unexpected diagnosis but 
never give up!

My wife Sue at fi rst had no inkling of 
potential renal problems or of losing her 
mother at the age of 53 in 1980.  She 
queried the cause of death and from one 
conversation with the Coroner’s offi ce in 
Woolwich our immediate and extended 
family was tested for polycystic kidney 
disease (PKD).  Tests were made on both 
boys and girls up to the age of 18, some 
of whom tested positive for PKD and oth-
ers not.  It was totally random and had no 
pattern.  My two daughters are monitored 
regularly but my three sons are clear of 
the disease.  The extended family were 
affected too.  Subsequently Sue’s brother 
Tony went on dialysis and recently one of 
his two sons gave a kidney to the other 
who has the disease and they are both 
doing well. 

Sue was tested positive but did not 
become ill with the disease for fi fteen 
years.  We decided not to let the illness 
impose upon our lives or accept too many 
restrictions.  We fi gured that there would 
be treatment, or maybe a transplant and 
hoped that she would be like new again. 
Our children were old enough to care for 

themselves – Sue had no little tots to 
deal with now. 

A positive mindset
So, with this positive mindset, Sue made 
the most of her time before, during and 
after dialysis.  She started haemodialysis 
at home, and then went onto peritoneal 
dialysis and fi nally fi ve hours, three times 
per week on dialysis in hospital.  Many 
traumas, associated health situations, 
including having a metal heart valve 
replacement fi tted at Hammersmith 
Hospital, took place over the years.  Sue 
was called in twice for possible transplan-
tation but it was not to be.  “We used to 
joke that, as we were at the Royal Free so 
often, we always claimed to have “a place 
in Hampstead!”

Sue’s achievements 
and legacy

Her work was very important to her – she 
loved working as a cook, feeding 
Tottenham Hotspur players at the Mill Hill 
training ground.  Here a special mention 
of the tea lady is appropriate, who was so 
kind and friendly over the years. 

Sue’s long-standing involvement with 14th 
Hendon cub scouts group was even more 
important to her.  She adored taking the 
boys to camp.  She used to take her PD 
bags with her to camp and she enjoyed 
the fact that the boys would benefi t 

greatly in the future from seeing how she 
coped.

Young people are her legacy

Sue and I were totally supported by our 
family, friends and the good people at 
Tottenham Hotspur throughout.  Sue 
assisted in the early stages of what has 
become the Tottenham Hotspurs Acad-
emy to train up young people – and young 
people are her legacy, her children, grand-
children and her erstwhile cub scouts. 

And these are her rewards:

• The Jack Petchey Long Service   
 Award for work with young people

• The Barnet Council Award for 
 Community Services

• Her name etched in one of the   
 windows in our church due to her  
 many years’ involvement, including 
 organizing fetes and events for the  
 church

• Five living children, nine grandchildren  
 now – she lives on through them.

Husband Keith Franklin talks about his wife to Jill Slann
themselves – Sue had no little tots to 
deal with now. 

So, with this positive mindset, Sue made 
the most of her time before, during and 
after dialysis.  She started haemodialysis 
at home, and then went onto peritoneal 
dialysis and fi nally fi ve hours, three times 
per week on dialysis in hospital.  Many 
traumas, associated health situations, 
including having a metal heart valve 
replacement fi tted at Hammersmith 
Hospital, took place over the years.  Sue 
was called in twice for possible transplan-
tation but it was not to be.  
joke that, as we were at the Royal Free so 
often, we always claimed to have
in Hampstead!”
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Hope, belief and love
Ill health and setbacks in life need to 
be dealt with by hope, belief and love. 
Patients and carers in the renal world 
know only too well of dietary restrictions, 
the medical implications of the out-of-nor-
mal life dialysing or feeling poorly.  But we 
believed that at least a suffi cient quality 
of life can be generally sustained between 
dialysis sessions and this could be used 
possibly even more effi ciently than a 
“well” person, given suffi cient determina-
tion. 

Sue will always be my hero
We were together 44 years and made 
the most of our time together.  We surely 
made memories.  Sue will always be my 
hero for being determined and stoical.  

She was very grateful to the team at the 
Royal Free for all their work on her behalf, 
wanting to repay it her way and repay it 
she did by using her time as fully as 
possible in the ways described above.

I would like to give a special mention 
to Simba, a male nurse, always smiling 
and cheerful;  Andrew Davenport  (Spurs 
supporter!) and Jenny Cross – so caring 
at an especially diffi cult time for Sue and 
the family.

When I set up the Sue Franklin Renal 
Fund I had hoped to achieve more funds 
but my own health is bumpy, so I am now 
very pleased to liquidate it in favour of 
the RFHKPA and would suggest others 
donate if they can to such a worthwhile 
cause.

The lives of so many dialysis patients 
could be greatly improved by good 
people going on the donor register. 
Sue desperately needed a simple kidney 
– at probably no cost to the donor, and 
which would have been invaluable to her!

Keep up the good work, RFHKPA!

RFHKPA is very grateful to Keith and 
everyone who donated to the Sue 
Franklin Fund and Royal Free kidney 
patients will benefi t from the fantastic 
donation totalling £3,785

Help with Transport costs

If you are unhappy with the service you 
currently receive as a patient using the 
transport service, and you are eligible 
for benefi ts, here’s a way to take control 
of the situation. Instead of putting up 
with waiting times that inconvenience 
you, if you are mobile, you can choose 
to drive, ask a friend to drive you, or 
travel by public transport to your hospital 
treatment or clinic appointment.

Patients need to visit the cashiers’ offi ce 
with receipt(s), appointment letter and 
proof of eligible benefi ts. If they can’t visit 
a cashiers’ offi ce they can complete HC5 
(T) form on the following link.

http://www.nhs.uk/NHSEngland/
Healthcosts/Documents/2014/
HC5(T)%20June%202014.pdf

The form can take up to three months 
to process as it doesn’t come direct to 
the Trust.  Full details Inc. FAQ’s and 
a list of eligible benefi ts can be found 
on the following link.  http://www.nhs.
uk/NHSEngland/Healthcosts/Pages/
Travelcosts.aspx.

The Royal Free trust’s cashiers’ locations, 
opening hours and contact details are ... 
Barnet Hospital (opening hours 10am to 
3pm)  Wellhouse Lane, Barnet, Herts, 
EN5 3DJ  

Tel: 020 8216 4295 Internal extension: 
64295

Royal Free London Hospital (opening 
hours 9:30am to 4.50pm)  Lower Ground 
Floor, Pond Street, London NW3 2QG
Tel: 020 7794 0500 Internal extension:  
33426/33449

Adam’s Isle of White 
Challenge

We must give a mention to Adam Woolley, 
who has just completed his fourth 
fundraising event for the RFHKPA.
Adam had to circumnavigate the Isle of 
White over 24 hours.  Adam said “I had 
to walk over 60 miles, all in aid of a damn 
good cause  close to my family, so all 
donations were gratefully received. 
Thank you!” 

http://www.justgiving.com/Adam-
Woolley4

RFHKPA Update continued from page 3
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In Conversation 
with Dr Mark Harber

Dr Mark Harber is a Consultant nephrolo-
gist in the Royal Free Kidney & Urology 
Department. 

How long have you been working at the 
Royal Free Hospital?

In May I would have worked here 12 years 
as a Consultant.
   
What do you like about working here?

I think the hospital has a good ethos and 
it is genuinely interested in being very 
good at patient care, safety, communicat-
ing and so on.  I think it’s nice to work 
in an organisation that does genuinely 
appear to care but it also wants to be the 
best for the right reasons.  The Centre Of 
Nephrology/Renal Department is a very 
friendly, large department with a lot of 
good colleagues and I think on a personal 
level that it makes a huge difference.

What made you choose to work in the 
Renal Department?

Well I’m a nephrologist by training and I 
was a medical student here at the Royal 
Free and a renal registrar.  There were 
several other good jobs going at the time 

but actually for me, there were huge op-
portunities in the Renal Department in 
terms of being able to do research and 
collaborate with other departments of 
particular interests.
   
So, did you go straight into medical 
school planning to become a renal 
doctor or did that happen on the way? 

No, no! I couldn’t decide between liver 
and renal during my last years of house 
officer training.  I enjoyed both! 

What type of people do you meet on a 
daily basis here?

Well, all sorts really?  It’s one of the 
privileges of the job.  Beyond patients, 
there is a whole series of nursing staff 
and colleagues.  However, it is a real 
treat in seeing a whole series of junior 
doctors that you have trained up.  That’s 
quite a privilege in a way, because lots 
of them are very bright, very dedicated 
people and I’ve enjoyed teaching so 
that’s a huge plus.  One of the reasons 
I do this job is working with the patients. 
There is a huge mixture of patients from 
various backgrounds; It’s an honour and a 

privilege to meet so many people.  No two 
patients are the same.  As they are trying 
to find out and deal with their fears and 
anxieties, I try to support them through 
it.  Most of the time we get it right but 
every now and again we don’t!  Actually, 
one learns from that so I think that as 
a profession it remains challenging and 
rewarding.  If it wasn’t challenging, it 
wouldn’t be rewarding!

I’m one of your patients, and I have 
noticed that sometimes you have other 
people in your clinic room.  Who are 
they?

There is a mixture, because this is a 
teaching hospital we have an obligation 
to have students who quite often will be 
medical students or people from abroad 
who want to gain experience.  I have 
particular links with hospitals in develop-
ing countries and quite frequently I have 
Nephrologists who travel from Africa or 
elsewhere.  They usually ‘sit in’ to gain 
some sort of specialist experience, or just 
to observe what they already do in their 
country but is done in a different way at 
the Royal Free.

Are you solely based here at the 
Royal Free Hospital or do you go to the 
satellite offices as well?

I go to the Whittington a day and a half a 
week.  There’s no transplant clinic there. 
I’m mostly a transplant nephrologist, but I 
run a general nephrology clinic and I carry 
out the ward rounds whilst seeing refer-
rals there. 

What other activities do you do outside 
of work?

That’s a good question! I set up a running 
club here and until very recently (I had 
to stop because of my knee), I used to 
do running, cycling and skiing.  I am the 
Chair of Governors for a primary school 
and I have just become a governor at 
another school.

By Patricia Gooden, RFHKPA
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Another interesting thing I do is, work-
ing with ‘sister’ hospitals in Malawi 
and Burma which are two very different 
countries and at very different stages 
of their nephrology.  Burma does some 
transplants, not too many, and we are 
trying to work out how we can support 
them to do more.  In Malawi we have 
had two of our registrars linked up there. 
One was there for three years, the other 
for a year.  We funded a renal ward as 

there wasn’t one there before.  Some of 
the money that was left over will fund a 
couple of nurses to go over to teach their 
nurses.  That is something I want to keep 
on doing, I’ve been asked to go back to 
Uganda in January, so I’m looking forward 
to that

What are your work & professional aims / 
goals for the next 5 years?

Well it’s quite straight forward with work. 
The idea is to have a really focussed fi ve 
years on research and developing the 
‘sister’ hospital links.  The idea is to carve 
out more time for those two signifi cant 
projects, to try and see them through.  It 
always takes longer than you’ve planned!

What are your personal aims / goals for 
the next 5 years?

More theatre, more travel and more exer-
cise.

Have you been affected by the work you 
do at the Royal Free / has it impacted on 
you mentally, socially or in any other way? 
   
Hugely!  About seven years ago we, along 
with Gloucester, were the fi rst hospitals 
outside the United States to run what’s 
called The Schwartz  Round.  Sir Kenneth 
Schwartz was a wealthy young man who 

was diagnosed with terminal lung cancer.  
As he was dying, he thought maybe it is 
tough caring for people who were also dy-
ing.
  
He set up the Schwartz Institution which 
involves running rounds, typically once a 
month, where cases are discussed.  It’s to 
do with anything that has gone wrong.  How 
it impacted on staff, upbeat stories, mov-
ing stories, challenging relatives who have 
complained about all sorts of things.  My 
reason for wanting to get involved is that I 
work in an extraordinary, fantastic, wonder-
ful profession.  At other times, there can be 
great stresses for lots and lots of reasons.
 
I think it’s very important to talk about 
that, particularly with junior nurses, medical 
students and junior doctors for them to 
know that it’s alright to see senior surgeons 
stand up and say what has happened to 
them.  It makes them know that these 
things happen and that if someone senior 
can talk about it then it makes it more 
‘normal’.  I co-chair the meeting and a book 
is currently being written to explain some 
of the cases.  Since doing it, I realise that 
people go home and things could dwell with 
them for up to a decade.  The Schwartz 
Rounds are not yet open to patients 
unfortunately, but there ought to be a way 
to make it more open because I believe the 
stories are relevant to patients.

Mark Harber has run twice in London 

10k runs, raising funds for RFHKPA
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Uganda in January, so I’m looking forward 
to that

What are your work & professional aims / 
goals for the next 5 years

Well it’s quite straight forward with work. 
The idea is to have a really focussed fi ve 
years on research and developing the 
‘sister’ hospital links.  The idea is to carve 
out more time for those two signifi cant 
projects, to try and see them through.  It 
always takes longer than you’ve planned!

What are your personal aims / goals for 
Mark Harber has run twice in London 

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

consider joining the RFHKPA.  All kidney patients of the Royal Free hospital 

are automatically members of  RFHKPA but until you register with us, we 

won’t have your email or home address to be able to contact you.

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

but you can become involved in infl uencing your care in your renal unit.  

You will also receive free copies of the National Kidney Federation (NKF)’s 

quarterly magazine Kidney Life.

Please send your name, address, postcode and details of which unit you 

attend, by email to rfhkpa@gmail.com 

or write to the 

RFHKPA Membership Secretary, 62 Hawthorn Avenue, 

Palmers Green, London N13 4JT

Join the (RFHKPA) Kidney Patient AssociationJoin the (RFHKPA) Kidney Patient Association
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Th e PKD Charity Telephone Befriending 
& Peer Support Project 

About PKD Charity 
Telephone 

Befriending & Peer Support 

The service is funded by a grant from the 
Big Lottery Awards for All programme in 
England.  The grant is to further support 
patients, family members and carers af-
fected by polycystic kidney disease. The 
grant will be used to deliver a one-year 
pilot programme in London (and the North 
West of England). The pilot will enable us 
to determine the effectiveness of such a 
service before committing to a national 
programme. 

The project came about after feedback 
received at our Patient Information Days 
across the UK and from calls received to 
our helpline.  It became clear that there 
was a need for some more tailored and 
regular support by telephone.  Offi cially 
launched on World Kidney Day in March, 
guest speakers included Eleri Wood, 
Renal Nurse Consultant at Kings College 
Hospital who discussed the benefi ts of 
peer support for renal patients.

What is telephone befriending 
and peer support?

When going through a diffi cult time living 
with Polycystic Kidney Disease (PKD), or 
experiencing a period of change, some-
times it can be helpful to talk to someone 
who understands how we feel.  A support-
ive, listening ear and reassurance can 
help us to feel more confi dent. Telephone 
befriending support is now available by 
trained volunteers to adults affected by 
Autosomal Dominant Polycystic Kidney 
Disease (ADPKD) or Autosomal Recessive 
Polycystic Kidney Disease (ARPKD).

How does it work?
We will phone you to fi nd out about your 
situation and whether a regular weekly 
phone call from one of our volunteers 
would be useful.  If possible and appropri-
ate, we’ll put you in touch with a volunteer 
who will phone you for a 20-30 minute 
chat at the same time every week.  You 
will decide what you want to talk about 
each week but the volunteer will provide 
companionship and be able to tell you 
about services and activities that could 
benefi t you.

Who can apply?
Anyone who:

•is over 18

•lives in the London area

•has ADPKD or ARPKD

•is a family member or carer for some 
 one with ADPKD or ARPKD

Referrals
You can refer yourself to the service or 
you can be referred to us by a friend, 
relative or carer, a health or social care 
professional, or from another voluntary 
organisation who knows you.  When you 
are referred to us by someone else, we 
will contact you directly to have a chat 
about how the service could help you.

supporting people aff ected by ADPKD & ARPKD in London
By Julie Adams, Operations Manager, PKD Charity

Eleri Wood at London
Befriending launch
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Contact us
To fi nd out more, or to apply, please 
contact 
Julie Adams on 0300 111 1234 
(Mon-Fri 10 am to 4.30pm) or 
07739 632836 or email: 
julie.adams@pkdcharity.org.uk

About the Polycystic Kidney Disease Charity

The PKD Charity was established in 
December 2000 to provide information, 
advice and support to patients and fami-
lies affected by PKD.  The PKD Charity 
also funds research into PKD and raises 
awareness of PKD, providing information 
to the public, the medical community and 
the media.  

Email: 
support@pkdcharity.org.uk or phone the 
helpline on 0300 111 1234 (open Mon-
Fri 10am to 4.30 pm or leave a message)
www.pkdcharity.org.uk

About Awards for All
The Big Lottery Fund supports the aspira-
tions of people who want to make life bet-
ter for their communities across the UK, 
and is responsible for giving out 40% of 
the money raised by the National Lottery 
for good causes.  It invests over £650 
million a year in projects big and small 
in health, education, environment and 
charitable purposes.

Scientists in the United States are trying 
to grow human organs inside pigs.
They have injected human stem cells into 
pig embryos to produce human-pig embryos 
known as chimeras.  The embryos are part 
of research aimed at overcoming the world-
wide shortage of transplant organs.
The team from University of California
Davis say they should look and behave like 
normal pigs except that one organ will be 
composed of human cells.  The human-pig 
chimeric embryos are being allowed to 
develop in the sows for 28 days before the 

pregnancies are terminated and the tissue 
removed for analysis

Creating the chimeric embryos takes 
two stages.  First, a technique known as 
CRISPR gene editing is used to remove 
DNA from a newly fertilised pig embryo that 
would enable the resulting foetus to grow a 
pancreas.  This creates a genetic “niche” or 
void. Then, human induced pluripotent (iPS) 
stem cells are injected into the embryo. 
The iPS cells were derived from adult cells 
and “dialled back” to become stem cells 

capable of developing into any tissue in the 
body.

The team at UC Davis hopes the human 
stem cells will take advantage of the genet-
ic niche in the pig embryo and the resulting 
foetus will grow a human pancreas.

Pablo Ross, a reproductive biologist who is 
leading the research told me: “Our hope is 
that this pig embryo will develop normally 
but the pancreas will be made almost 
exclusively out of human cells and could be 
compatible with a patient for transplanta-
tion.”  But the work is controversial.  Last 
year, the main US medical research agency, 
the National Institutes of Health, imposed a 
moratorium on funding such experiments.

The main concern is that the human cells 
might migrate to the developing pig’s brain 
and make it, in some way, more human. 
Pablo Ross says this is unlikely but is a key 
reason why the research is proceeding with 
such caution:  “We think there is very low 
potential for a human brain to grow, but this 
is something we will be investigating.”

http://www.bbc.co.uk/news/health-
36437428

Scientists grow human organs 
for transplant inside pigs

By Fergus Walsh, BBC Medical correspondent



Many of you will be following certain 
dietary restrictions; no added salt being 
the most common of these.  Some of 
you will be moderating your phosphorus 
(phosphate) and potassium intake also. 
People on dialysis are usually fl uid 
restricted and have to eat enough protein 
to maintain their muscle mass.  Those 
with diabetes need to be mindful of added 
sugars to their food also.

With all of this in mind, it is little wonder 
that people with CKD feel that their diet 
is one of the most diffi cult parts of their 
condition to manage.  After discussing 
this with a patient representative from 
Barts hospital during the Royal Free 
renal peer review visit (more on the peer 
review next issue), I decided to follow the 
principles of a renal diet for a day and 
write about this experience.  So, here it 
is!

I wake up and choose porridge (low salt, 
high soluble fi bre) for breakfast. I use a 
mix of water and milk (70ml water and 
150ml milk) to keep the potassium/ 
phosphorus content lower than just using 
milk.  I am about to add the liquid when I 
ponder that I ought to measure the fl uid 
for the day now to keep on track.  I fi rst 
use a bottle and fi ll with 600ml water, 
and then put 180ml milk in another 
bottle*.  When I eat my porridge I top it 
with cinnamon and a little honey which is 
much nicer than plain.  If you are diabetic 
you could use just the cinnamon! 

When I come to make my cup of tea I 
realise the impracticality of boiling a very 
small amount of water on its own – my 
kettle has a 1 cup (250ml) minimum!  
So, I measure the volume of the chosen 
cup (a fairly teeny teacup that usually 
serves as decoration) and fi nd it takes 
95ml.  A bit of a faff to do all of this, but 
now it is done I won’t have to guess the 
next time.  I have a breakfast tea with a 
dash of milk.

Mid-morning I have a small handful of 
berries which are in season, and as far 
as fruit goes, not as high in potassium 
as some of the other types. I also have 
a rich tea biscuit (can’t resist!) and my 
teeny cup again with mint tea this time. 
This means I don’t use any more of my 
milk allowance.

Lunchtime is in the park with my son, so 
I make sandwiches with some tuna, a 
small amount of soft white cream cheese, 
spring onion, two sliced cherry tomatoes 
and a couple of slices of cucumber. I add 
black pepper but skip the salt of course. 

I have some water (120ml) and look at 
the small amount left in my bottle. I have 
a tub of Greek yoghurt after my sandwich 
– this is why I only set aside a small 
amount of milk to have for the day – I love 
yoghurt! 

In the afternoon I have a couple of 
unsalted rice cakes. I have jam on one, 
and peanut butter on the other. I use a 
salt and sugar free version, which you 
can get in the supermarkets quite easily 
now. I know that nut butter is high in 
phosphate, so I have just a teaspoon.  I 
also have another mint tea in my teeny 
cup (95ml). 
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R O Y A L  F R E E  D I E T E T I C  C O L U M N

A day in the diet of a kidney patient
By Sinéad Burke, Clinical Lead Renal Dietitian, Renal and Diabetes Th erapy Team
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Dinner is pork fi llet which I roast in the 
oven with a glaze I make containing 
balsamic vinegar, olive oil, chopped garlic 
and seeded mustard.  You only get a 
little on each slice but it gives a really 
good fl avour. I boil green beans, peas 
and carrots and basmati rice.  I don’t use 
salt; a habit developed over many years. 
Cutting down salt slowly is the best way 
to do it.  If I were making a stew or similar 
I use a very low salt stock cube and add 
two bay leaves instead of one, and add 
a generous amount of herbs and paprika 
to the dish.  I drink the remaining water 
from my fl uid allowance with the meal 
(125ml). I end the meal with a slice of 
fresh pineapple, chopped into chunks. I 
read about a trick years ago where you 
bash a little sugar (less than a teaspoon) 
with some fresh mint - just like making a 
cocktail - and sprinkle this on top of the 
pineapple. I give it a whirl and it is really 
nice. 

I refl ect on the day and think that if I 
were continuing on a renal diet for life, 
I would not deprive myself completely of 
anything I really enjoyed.  For example, 
if having chocolate one day, forego 
yoghurt. If having processed meat or 
cheese in  a sandwich at lunch, ensure 
fresh chicken or lentils in the evening 
meal.  And of course, remember to take 
your phosphate binders!

We often refl ect as dietitians that the 
renal diet can be really challenging and 

I think this has been a good reminder of 
this fact.

Top tips: 

•Plan ahead as much as possible. I 
know all about the merits of this, as 
working fulltime with a toddler means 
that ‘winging it’ for meals has become 
a thing of the past! If I were following 
a renal diet for the week I would look 
across the week to ensure that foods 
higher in phosphate or potassium were 
spread out over the week and the quantity 
moderated. I would also plan to ensure a 
mix of animal and plant based proteins. 
Dhal is a big favourite in my house, as 
is a butter bean curry.  Soaking lentils/ 
pulses overnight leaves you with much 
lower potassium content if you then throw 
the soaking water away and cook them in 
fresh water.  Any vegetables used would 
also be soaked or boiled, and I would opt 
for potato OR spinach OR tomatoes in a 
dish rather than all three.

•Develop an eye for liquid volumes. 
Favourite cups, mugs, glasses at home. 
The size of the takeaway cup at your 
favourite café.  You get the picture.

•Variety is key. Today I had porridge, 
which is very low in salt, but it used a lot 
of my fl uid allowance for the day. I would 
swap with Weetabix another day (needs 
less milk) and toast and a boiled egg on 
another (needs no liquid).  Mixing it up 
stops you getting bored.

•Allow for treats! If you know a 
restaurant meal or party is coming up, 
be sure your other meals that day are 
lower in salt, and potentially potassium 
or phosphate.  If you want to have a 
small glass of red wine with dinner, make 
sure you choose low potassium fruits 
and vegetables, and potentially take a 
little less milk that day also.  I know this 
advice doesn’t sound ‘dietetic’ but it is 
important to enjoy special celebrations 
from time to time without missing out.

•Herbs, spices, aromatics! Think mint, 
chives, coriander, paprika, bay leaves, 
garlic, ginger, chilli powder, cumin etc. 
All salt free and brilliant for adding fl avour 
and colour to a dish.
 
*As my kidneys are not impaired I do 
need to ensure I drink more liquid than 
this to avoid dehydration, however I will 
get through most of the day on a fl uid 
allowance of 800ml or so, and take an 
extra glass or two at the end of the day.
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Royal Free kidney patient is first person ever to 
run the London Marathon in ski boots

Running a marathon is no mean feat. 
Anyone who’s completed one is likely to 
rank it as one of the toughest 
experiences of their lives.  So the idea of 
completing the mammoth 26.2 mile 
route wearing ski boots may seem 
nothing short of insanity.

However, this is precisely what Alastair 
Machell, a 36-year-old IT sales consultant 
from Watford, did at this year’s London 
Marathon – making him the first person 
in history to complete a marathon in the 
unusual (and extremely uncomfortable) 
footwear.  It took him just over eight 
hours to finish, by which point the mara-
thon clean-up van, which follows behind 
seven hours after everyone has set off, 
was right on his heels.

First a brain tumour,  
 then a kidney transplant

Al had a brain tumour removed in 2001 
and, without the research of charities like 
the Brain Tumour Charity, his prognosis 

would have certainly not have been as 
good.  A month after having the tumour 
removed, he received a call from his 
consultant to give him the bad news that 
the tumour was a particularly aggressive 
cancer which required further treat-
ment.  Three years of chemotherapy and 
radiotherapy later and his cancer was in 
remission.

However, two years later, he a had routine 
blood test which showed a high level of 
creatinine (a muscle mass by-product that 
is metabolised by the kidney).  This was 
the first indication that both his kidneys 
were failing and it was due to an un-
usual adverse toxic reaction to one of his 
chemo drugs.  Over the course of the next 
six years, his kidneys became weaker 
and weaker.  Eventually he was told he 
required a transplant within six months or 
he would need to go on dialysis.
Fortunately, Al’s sister Helen was a per-
fect match and she bravely volunteered 
to donate!  The operation went ahead 
on April 15th 2012 and was a massive 

By Helen Coffey & Al Machell
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A passion for snow sports
Though he has been unlucky with his 
health, Alastair is a keen skier and was in 
the British speed skiing team prior to his 
kidney failure. It was this passion for snow 
sports that gave him the idea to don ski 
boots to take on the London Marathon.

“It first came to me when I was skiing in 
Selva in Italy, which is linked to other ski 
resorts as part of the Sella Ronda ski 
circuit,” he says.  “During the week I found 
myself having to walk quite long distances 
in my boots. It wasn’t too bad so I thought, 
‘I could do the marathon in these’.” 

Already signed up to run in the 2016 
London Marathon thanks to a place given 
to him by the Royal Free Hospital, Alastair 
changed tack with his training, buying a 
cheap treadmill online and starting to prac-
tise running in his ski boots.  He worked up 
to 10km (six miles) and felt confident he 
would be able to complete the marathon.

A lot of passers-by were 
doing double takes

On the day, the response to Alastair’s 
get-up was overwhelmingly positive: “The 
crowd was unbelievable – it’s never been 
done before, so I had lots of people patting 
me on the back,” he says.  “I lost most 
runners at mile nine.  From then on, a lot of 
passers-by were doing double takes.”

Whereas most marathon runners might find 
things start to become particularly challeng-
ing at the 20 mile mark, Alastair hit the wall 
much sooner – unsurprising considering he 
was dealing with blisters upon blisters.

“Pain is temporary, glory 
is eternal”

Alastair says: “The first six miles were fine. 
It became tough at eight miles, my ankle 
really started to hurt. People had been jok-
ing around asking, ‘Where are your skis?’ 
because it was supposed to snow that day, 
but it actually turned out really hot – my 
feet were sweating, which meant my socks 
started to move and I developed blisters on 
the balls of my feet. It was so painful.”
At nine miles the pain was so severe he 
was all but ready to throw in the towel 
– but by chance he saw some friends who 
plastered his feet and gave him the posi-
tive boost he needed to keep going.  That 
wasn’t the last of his struggles though – far 
from it.

“Just after Tower Bridge at 13 miles, 
there’s a part of the course where you’re 
going one way and next to you are people 
running the other way – they’re at 22 miles. 
It’s mentally really tough, seeing them and 
knowing you’re not even halfway.”

“Approaching 18 miles I had another 
moment when I was ready to give up.  My 
best mate rang me, and I told him I wasn’t 
sure I could do it.  He said to me, ‘Pain is 
temporary, glory is eternal.’  It sounds a bit 
cheesy but it helped me so much.  I have 
to admit that several times I was thinking of 
excuses to try and stop short – but every 
time I got to the point I thought I’d stop at, 
I thought, no, I can do it, I can carry on. 
When I saw my girlfriend Laura at 22 miles, 
I knew I was going to make it.”

Greeted by bemused tourists
And he did make it, despite being greeted 
by bemused tourists taking pictures of Big 
Ben, rather than cheering crowds (who’d 
left some hours earlier), as he crossed the 
finish line.

Charities like RFHKPA not only assist with 
the research of kidney and renal diseases 
themselves, but also with pioneering meth-
ods of treatment, including using different 
techniques during procedures (including 
transplants) and managing conditions that 
require long-term care (e.g. dialysis) and 
helps keep the patients as comfortable as 
possible. 

I’m proud to be representing my two 
chosen charities and hope you can dig 
deep to help support them!  You can still 
donate on my justgiving page.

https://www.justgiving.com/Al-Machell

http://www.telegraph.co.uk/travel/ski/
news/brain-tumour-survivor-is-first-person-
to-run-london-marathon-in-/

Excruciating: Alastair shows off his 
blisters after the marathon 
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with Ida Rebello
Sister – Renal Network Services

1 When you were growing up, what did 
you most want to be when you were 
older?

I have always wanted to look after 
people for as long as I can remember
 
2 Where were you working before you 
joined the Royal Free?

In the Middle East (Royal Hospital, 
Sultanate of Oman)

 
3 What is your greatest achievement?

Three years ago I travelled to Kenya to 
volunteer working with street children, 
orphans and widows
 
4 Describe yourself in three words

Passionate, Optimistic, Friendly
 

5 What is the best thing about your job?

Giving people hope and making people 
smile
 

6 What can’t you live without?

Laughter, Curry cooked by my husband, 
Family and friends
 
7 Tell us something that might surprise 
us about you

I love fi shing and as a child I was a 
shepherd 

8 If you were singing karaoke, what 
song would you pick?

Bombay Bicycle Club

9 If you could have a magic power, what 
would it be?

If I had a superhero power I’d love to 
fl y or be invisible.  I defi nitely believe in 
miracles.  The power to heal the sick 
would be brilliant
 
10 What is your favorite thing to do?

Love to go on holidays and experience 
other cultures other cultures



NKF 2016 Annual Patients’ Conference 
Changes?

It’s that time again – time to make your 
plans to join fellow kidney patients in 
Blackpool for this year’s NKF annual 
patients’ conference.  The Hilton in 
Blackpool has, for many years been a 
favourite destination for delegates want-
ing to participate in this one chance to 
meet 100s of fellow patients and many 
of the professionals who look after us at 
every stage of our journey through kidney 
failure. 

It is also a great opportunity for KPAs 
to meet up and exchange ideas with 
other KPAs.  Many of the companies who 
provide medical equipment, services and 
book our holidays are also on hand all 
weekend to speak to you and your family 
and answer any questions you may have. 

The programme starts on the Friday night 
with a two course buffet meal and takes 
you right through an exceptionally varied 
and informative day conference on 
Saturday with speakers tackling a range 
of topics linked to the title of the confer-
ence ‘Changes?’ 

Amongst the topics being addressed are: 

• How the change in the law regarding  
 organ donation in Wales has affected  
 donation and transplant statistics  
 there and the lessons to be learned  
 from this change in Welsh law.

• An update on the work of NKF, how  
 the progress being made by NKF will  
 affect our long term care and how  
 you too can become involved in 
 monitoring the activities and changes  
 that affect us all.

• The challenges faced by a young 
 person’s transition from paediatric  
 kidney care to adult kidney care. 
 

• The kidney patient ‘buddy’ scheme.

• A host of patient speakers sharing  
 their experiences and, as usual you  
 too will have the chance to question  
 an ‘expert panel’ during the day.

During the evening, when you’ve rested 
after the conference – or taken a stroll 
along the promenade or risked a dip in 
the indoor swimming pool – there is a 
Gala dinner where you will be entertained 

whilst you make new friends at your 
dinner table.  If you are a PD patient and 
are not staying in the hotel, there is a 
room set aside for your use in the hotel 
and if you need to organize haemodialysis 
in a nearby unit please ask your unit to 
help make these arrangements in plenty 
of time.  This is the one time of the year 
where we all get together to learn about 
what is going on in our world and meet 
a host of people just waiting to become 
friends.  See you there!

To book your place or for more 
information call: Louis Toussaint 
020 8205 5682 
Or call NKF HQ on 01909 544999 
for further information or if you have 
any questions. 

Hilton  Bla ckpool  Hotel , 7th  –  9th  Octobe r  2016
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Personal Independence Payments (PIP)

If you need extra help because of an 
illness, disability or mental health condi-
tion, you could get Personal Indepen-
dence Payment (PIP).  You don’t need to 
have worked or paid National Insurance 
to qualify for PIP.  It doesn’t matter what 
your income is, if you have savings or if 
you’re working. To get PIP you must:

• be aged 16 to 64

• need help with everyday tasks or 
 getting around

• have needed this help for three   
 months and expect to need it for  
 another nine months

• usually be living in England, Wales 
 or Scotland when you apply   
 (unless you are terminally ill or are in  
 the armed forces)

• have lived in England, Wales or 
 Scotland for at least 2 years   
 (unless you are terminally ill or in the  
 armed forces) 

PIP is not based on your condition or the 
medication you take.  It is based on the 
level of help you need because of how 
your condition affects you.  You will be as-
sessed on the level of help you need with 
specific activities.  It’s hard to say if the 
level of help you need will qualify you for 
PIP.  But, you should think about applying 
if you have a medical condition and you 
need help with any of the following: 

•preparing and cooking food

•eating and drinking

•washing and bathing

•dressing and undressing

•communicating with other people

•reading & understanding written  
 information

•moving around

•managing your treatments

•managing toilet needs or in
 continence

•mixing with others

•making decisions about money

•planning a journey or following 
 a routine

Making a claim can take up to four
months (from application form to
getting your money).  Make sure you are 
prepared and that you have all the 
information you need to make a claim.

Your first payment for PIP starts from
the day you make your claim and
covers the length of time it takes the
Department for Work and Pensions
(DWP) to make a decision.  If you’re 
moving from DLA to PIP, your PIP 
payments will start the day after your DLA 
stops.

Starting your claim
You start your PIP claim by filling in a PIP1 
form. You can only do this:

• by phone - a DWP adviser will fill in  
 the basic claim form during the call,  
 it takes about 20 minutes 
 (0800 917 2222)

•by post - filling in a paper form that  
 the DWP send you, and posting it  
 back
When you phone the DWP, you’ll need to 
tell them:

•your name, address and phone 
 number

•your National Insurance number

•your bank or building society account  
 details

•your GP contact details or other  
 health professionals

•the dates of any stays in hospital  
 or residential care

•your nationality or immigration status

•if you’ve been abroad for more than  
 four weeks at a time in the last three 
 years (you’ll need dates and details)

An over view from Citizens Advice Camden Renal Advice Team
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You’ll be asked if you have any conditions 
relating to your mental health, a learning 
diffi culty or behavioural condition.  This is 
to check if you need any extra help or 
support with your claim.  When you get 
the form (PIP2) you may fi nd it discourag-

ing. This is because you’ll need to write 
a lot of detail to the questions asked. 
The form is very long too.  People usually 
decide not to apply because they can-
not explain why their condition qualifi es 
for the benefi t.  Chronic Kidney disease 
affects people in different ways.  Your 
condition may change from  day to day; 
your support needs may change too.  This 
can be diffi cult to explain on a practical 
and emotional level

At Citizens Advice Camden we would always
recommend that you speak to an experi-
enced adviser before starting the process. 
We will listen to you, try to understand how 
your condition affects you and give an unbi-
ased opinion about whether you might meet 
the qualifying conditions to be successful 
in getting this benefi t.  We can help you to 
complete the forms.  We can also support 
you through the appeals process if the 
outcome of your application was not what 
you had expected.

If you are already getting Disability Living
Allowance and being moved onto PIP, your
payments won’t stop while you’re waiting 
for your PIP claim to be processed, as long 
as you make your claim for PIP within a 
month of being told by the DWP that you 
should.

Please note: It’s really important to get 
support when completing the form.  Your 
whole claim will be reassessed as part of 
a ‘migration’ process.  If you do not provide 
as much information as possible in the 
process, the amount of money you receive 
could decrease or stop completely.

If you need more information on this or 
any for any other advice issue then please 
contact us
on 020 7391 0673 or email the team at 
renal@camdencabservice.org.uk.

For more information about PIP and other 
advice areas please go to
www.citizensadvice.org.uk 

Casey Galloway, Health Service Manager, 
Citizens Advice Camden

Home dialysis support group

Part of the work RFHKPA carries out is 
to provide funds for support groups such 
as Peer Support and Home Dialysis 
Support groups. 

I attended the latest group meeting in my 
role as the St. Pancras dialysis unit KPA 
representative, to meet with patients who 
are considering or are about to start dialy-
sis at home.  The event was organised by 

Michaela Dynott who made sure everyone 
was made welcome.

Peer support is carried out to give en-
couragement, support and help patients 
with their treatment.  This was the second 
event held for the home dialysis patients 
this year.  Amongst the attendees were 
new patients who were able to learn from 
the more experienced home dialysis 

patients and the medical team.  It was 
clear that these new patients found their 
confi dence levels increased after any 
doubts and concerns had been answered 
by the nursing team of Diane Walker and 
Esi Odum along with the more experi-
enced home patients.

Patients were able to discuss the issues 
relating to home dialysis and the per-
ceived risks.  The experienced patients 
explained how they had found ways to 
combat any risks.  The exchange of ideas, 
facts and where and how to get help 
when needed made the event extremely 
worthwhile.

If patients want to consider carrying out 
home dialysis they can contact: 
Michaela Dynott on 020 7794 0500 
Ext: 38783 (Mon, Wed, Thurs) and 
020 3758 2030 Ext: 50440 (Tues & Fri).  
Diane Walker & Esi Odum can be contact-
ed at the St. Pancras & Diabetes Centre  
020 3758 2030 for more information.

By Nii Plange
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All kidney patients, their 
families and nursing staff are 
welcome.
Pick up points will be Royal Free Hospital and 
Tottenham Hale Kidney & Diabetes Centre

To book your place or for more information
Call or text: Nii Plange 07725 347 925
Michaela Dynott (MRU) 07944 409 942
Call: Louis Toussaint 020 8205 5682
Contact: Jaycinth Eki at Tottenham 

RFHKPA 
Summer Day Trip

Sunday 17th July

SOLD OUT

Reservation fee: Adults £7 Children £3
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World Kidney Day at the Royal Free

World Kidney Day (WKD) is an annual 
global awareness and education event, 
held on the second Thursday in March. 
Every year, countless local, national and 
international events are organised by 
kidney charities, healthcare profession-
als, patient groups and individuals who 
want to make a difference.

The 2016 campaign had a specifi c focus 
on Kidney Disease & Children.  The Royal 
Free Kidney Patients Association played 
its part in encouraging everyone to get 
behind the campaign to draw public atten-
tion to the importance of kidney health 
- what can be done to protect kidneys 
before disease strikes, and to assist pa-

tients who already have chronic kidney 
disease.  Our team was organised by Nii 
Plange and included Jill Slann, Sara & 
James Adams, massage therapist Fiona 
Stevenson and lead dietician Sinead 
Burke with Roshni Patel.

Committee members James & Sara Adams with Jill Slann

Fiona Stevenson providing 
massage therapy

Chief Exec David Sloman pays a visit to the event.
Dietitians Roshni Patel and Sinead Burke playing a valuable part in the event

James Adams



How do I book my place?
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“Awesome weekend 
away, met some great 
people and now have 
some epic memories. 
Can’t wait for the 

next one.”
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Gemma King 07508660145
gemma_king4@nhs.net



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

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

Full name

Address 

Post code

Tel                                                    Amount donated £                                                  Date

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

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

Signed, sealed and delivered on: Date

Signature.

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

Become a Friend of the RFHKPA
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DIARY DATES
KPA COMMITTEE MEETINGS
July 4th, Aug 1st, Sept 5th
All kidney patients and family welcome
Mondays at 7.00 pm
The Atrium, Ground fl oor, Royal Free Hospital

TRANSPLANT EDUCATION SESSIONS
For kidney patients and family
Wednesday 27th July 6.00 - 8.00 pm
The Atrium, Ground fl oor, Royal Free Hospital
Tuesday 13th Sept. 6.00 - 8.00 pm
Tottenham Hale Kidney Care Centre
Wednesday 9th Nov. 6.00 - 8.00 pm
The Atrium, Ground fl oor, Royal Free Hospital

PATIENT EDUCATION SESSIONS 
For low clearance patients
Tuesday 12th July 1.00 - 4.00 pm
Tottenham Hale Seminar Room 1 
Tuesday 13th Sept 1.00 - 4.00 pm
Tottenham Hale Seminar Room 1 
Tuesday 18th Oct. 1.00 - 4.00 pm
The Atrium, Ground fl oor, Royal Free Hospital

THE BRITISH TRANSPLANT GAMES
Liverpool 28th - 31st July

SUMMER DAY TRIP TO HASTINGS
Sunday July 17th
Reservation fee: Adults £7 Children £3
Call/Text Nii Plange 07725 347 925 

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

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

SOLD OUT



Please come to the annual RFHKPA

All donations to the RFHKPA are used to support patients either though 
the purchase of equipment at the various renal units to make life more comfortable 

or to support hardship or personal development

Please support

Alan Salama
Running in aid of Royal Free Hospital kidney patients

You can donate at www.justgiving.com/KPA-AlanSalama10krun

Please support
Sunday July 10th

You can donate by Text to 70070
Text RFHKPA 50 and the amount you want to donate, for instance £10 or £25 or £50 


