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I want to thank 
everyone who 
has donated 
funds to the 
RFHKPA over 
the last few 
months.

Sadly, some of 
the funds have 
been donated 

by families and friends in memory of their 
loved ones.  We have lost Barnet patient 
Filipo Vallorini and Tottenham patient 
Ratanjibhai C. Patel and we thank their 
respective families for their donations.

Well done to Nick Jones, whose father 
Tony received a kidney transplant at the 
Royal Free. Nick ran in the Virgin London 
Marathon and raised £690 (plus gift aid) 
for the RFHKKPA.

Many 
congratulations 
to Surekha 
Chaplin, who 
celebrated in 
April the 30th 
anniversary 
of her kidney 
transplant. 
Su has been 

a great supporter of the RFHKPA and 
with her husband and daughter attended 
many of our events and raised funds for 
the charity.  You can read her story on P4 
& 5. Our thanks to Su for also making a 
generous donation to the RFHKPA.

Andy Forbes
Due to 
personal 
business 
concerns, 
Andy Forbes 
has decided to 
step back from 
his RFHKPA 
responsibilities 
as Chairman 

and Trustee.  Andy has put many years 

of hard work into the KPA but has eased 
back over the last couple of years due to 
health concerns.  He now needs to put 
all his energy into his personal business 
affairs. We are enormously grateful for 
everything that Andy has done over the 
years and Andy promises to try and help 
us in the future once circumstances 
change.

This does of course mean that this is 
another loss to the running of RFHKPA. 
It has been a repeated message over 
the last few years that our organisation 
needs new blood and fresh impetus for 
patients who strive to be well informed. 
There is a need for kidney patients to 
communicate with our renal team and 
vice versa.  Without this vital method 
of communication, opportunities for 
continuing better patient care are lost. 

RFHKPA will be looking for a new 
Chairman, either from within the 
committee or from outside our group.
If you think you can play a part in renal 
patient affairs, please get in touch. 
rfhkpa@gmail.com

What matters to you?
On 6th June, the 
Royal Free renal 
team joined in with 
many other national 
organisations to 
encourage patients 

to have a ‘What matters to you?’ 
conversation.  This is a really worthwhile 
exercise and the initial event was held at 
our Tottenham Hale kidney and diabetes 
centre. The aim is to encourage people to 
keep having these conversations beyond 
‘What matters to you?’ day and the idea 
will be rolled out to our other units.

The ‘What matters to you?’ question can 
be asked in many different ways. For 
example: 

What are the things that are important to 
you at the moment?
“What are some of the things you would 

you like to achieve as a result of this 
support?”

“When you have a good day, what are the 
things that make it good?”

This type of approach can help patients 
being understood in a number of ways. 
First and foremost, it helps to establish 
a relationship, but it also helps to 
understand the person in the context 
of their own life and the things that are 
most important to them. With this crucial 
insight, it may help bring nursing teams 
and patients closer together and help 
nursing teams be in a better position to 
work with patients in the future.

Putting donated funds 
to good use

Over the last few months the KPA has 
been putting donated funds to good 
use. We have purchased a Connex 
spot monitor providing vital signs 
measurements, using donations made in 
memory of the late Keith Wren at Barnet. 
We also purchased a Vital Signs monitor 
using donated funds made in memory of 
the late Patricia Bennett, for use at our 
Tottenham Hale unit. 

We have also purchased two mobile 
diagnostic systems which feature a LED 
coaxial ophthalmoscope and diagnostic 
otoscope on a roll stand.  Funds were 
provided by a major donation from the 
Khimasia Foundation.
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In the early part of this year we purchased 
two SmartSeat chairs which have been 
put to good use on our 10th floor kidney 
units.  You can see from the photos that 
patients, who are getting over serious 
health situations, are having a more 
comfortable experience.

"These chairs are fantastic"
One of the team looking after patients 

using these chairs, Charlotte Lister, 
Rotational Physiotherapist says  “The 
physios and nursing staff think these 
chairs are fantastic.  The two Smartseat 
chairs were donated to our renal ward 
in January 2017, for which we were 
extremely grateful. Since the two 
specialist seating chairs arrived on the 
ward they have been occupied daily on 
either 10 south or 10 east.  Due to the 
complexity of our renal patient caseload 

the chairs are in very high demand.  This 
is because many of our patients have 
poor sitting balance and are unable to sit 
in our standard armchairs on the ward.  
Another positive aspect of the Smartseat 
chairs is their ability to cater to individual 
positioning needs by adjusting different 
aspects of the chairs i.e. seat depth/
width, head rest position etc.  We have 
received very positive feedback from 
our patients that the chairs are very 
comfortable, in comparison to standard 
tilt in space wheelchairs.
 
The challenge that we currently face 
is attempting to share the two chairs 
between patients. This is due to both 
infection control policies and the variation 
in patients’ dialysis slots. Therefore, 
if the renal department were able to 
invest in more of these specialist tilt in 
space chairs, the therapy team would 
be extremely grateful as it would be 
very beneficial to a large number of our 
patients. (Ed. We’ll see what we can do 
from future funds).
 

"I want to thank to Mark Harber for 
organising this along with the RFHKPA 
for the funding."

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

Ph
ot

og
ra

ph
y 

by
 D

av
id

 B
is

ho
p,

 M
ed

ic
al

 Il
lu

st
ra

tio
n

Dina Amina Caffoor with therapist, 
Charlotte Lister

Thomas McDermott with therapist 
Michaela Dempsey 
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Celebrating the 30th anniversary
of my kidney transplant

My name is Surekha Chaplin and this 
year I am celebrating the 30th anniver-
sary of my kidney transplant.

I was born in Nairobi, Kenya in 1951. 
I lost my mother to kidney disease when 
I was four as there were no treatments 
available in Kenya in those days.  I spent 
my youth in Nairobi and on occasional 
holidays with aunties in Nakuru till going 
to secondary boarding school in Gujurat, 
India.  I came to England with my father 
in 1969.

Haemodialysis lasted 
for ten years

During 1973, I started feeling ill and 
was eventually diagnosed with kidney 
problems and came into contact with the 
Royal Free. Under Dr Rosemarie Bailliod, 
I was put on peritoneal dialysis which 
was set up in my friend’s house where I 
was staying at the time.  In 1976 I was 
transferred to haemodialysis which was 

to last for ten years.  Mary Selsby, home 
administrator, set me up with a flat in 
Tottenham and had all the equipment 
installed.  In those days, we used a Kiil 
Dialyser which was a huge filter about 
1 metre by half a metre of three thick 
plastic blocks separated by polythene 
membranes.  The weekly Sunday morn-
ing chore was to rebuild this using new 
membranes.  This used to take anything 
up to three hours as invariably the first 
attempts leaked.  Luckily as time passed 
progress was made and the large filter 
was replaced with smaller cartridges 
needing no maintenance. 

We had holidays in Holland, 
Belgium and Germany

In 1977, I married Neil and we moved 
to a house in Waltham Cross which we 
kitted out for haemo.  We had holidays in 
the Association’s house at Littlehampton 
and then trips to my relatives in Leices-
ter, Manchester and Edinburgh using the 
small Redy machine which we could carry 
about by car.  We then ventured further 
afield having holidays in Holland, Belgium 
and Germany where Dr Rosemarie made 
arrangements for me to attend dialysis 
units in Amsterdam, Aachen, Assen and 
Liege. 

During the mid-eighties, I had a failed 
transplant operation and was pregnant 
twice.  Sadly, the little girls decided to 
come early, Zeenat at 27 weeks and 
Parveen at 21 and neither survived long.
 

Ozzie Fernando did his magic 
and changed my life

Then on 17 April 1987, Good Friday, I re-
ceived a phone call to say another kidney 
was available. Dr Ozzie Fernando did his 
magic and changed my life.  The hardest 
thing was to drink enough fluid having had 
to restrict myself to a pint a day for the 
previous ten years. In 1988, we had a 
holiday in Kenya so I could see my 
relatives and show Neil my home country 
free from any travel restrictions.

In 1989, I got pregnant again and in 
February 1990 had Hema.  Following the 
earlier issues Professor Chalk decided to 
deliver her at 31 weeks by C-section.  
The Professor carried out few operations 
and there was quite an audience in the 
theatre with people wanting to see him 
work and also to see how my transplanted 
kidney was doing as it was a rare event. 
We should have sold tickets!

By Surekha Chaplin

Su & Neil on the Orient Express
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Since the transplant, I’ve taken part in 
a number of Transplant Games repre-
senting RFHKPA in the mini marathon in 
Sheffield, Wirral, Northern Ireland and 
elsewhere winning gold and silver medals 
in my age group.  I keep myself busy with 
charity work in a local cancer shop and 
Church toddler group and have hobbies of 
gardening, flower arranging and cooking.

I have seen the world
I’m a bit of a gypsy and have visited 
Austria, Switzerland, France, Germany, 
Sweden, Denmark, Holland, Belgium, 
Luxembourg, Tunisia, Kenya, India, 
Thailand, Malaysia, Grenada, Italy, Egypt, 
Tenerife, Mallorca, Spain, Portugal, Malta, 
Santorini, Turkey, Vietnam, Cambodia, 
Laos, Iceland, Canada, Nepal and the 
Isle of Wight. I also went to China with Dr 
Rosemarie and Sister Joy Foo.
For my 60th birthday I took Hema, Neil 
and Sister Joy Foo to India during which 
trip we went to my grandfather’s village, 
Kharedi, in Gujarat.  On the actual day, 
we had a local priest perform a religious 
ceremony, an aarti, in the courtyard of 
my grandfather’s house.  Afterwards I 
arranged for a kitchen to be set up and a 
meal produced by local chefs and invited 
the locals.  About a 1000 villagers came 
for a meal.

In 2015, my railway-mad husband took 
me on a rail tour to Sri Lanka.  Whilst 
there we were able to spend an afternoon 
in the unit Dr Ozzie has set up in Kandy 
Hospital.  It was an impressive operation 
and we made a small donation as a thank 
you towards the medicines they need.

Hema goes from strength 
to strength

Hema goes from strength to strength, 
gaining first-class honours in psychology 
at Kent, working as a research facilita-
tor in adolescent rheumatology at Great 
Ormond Street and UCL, being halfway 

through her Masters in health psychology 
and having just been accepted to start a 
PhD in October.  I’m so proud.
Thanks to all the work of the doctors and 
nurses at RFH, I have led a full life and 
had 30 years with this kidney allowing 
me to start suffering from all the ills of 
old age, something I never thought would 
happen. 

A big thank you to the help and support 
of friends past and present from the 
RFHKPA and the enjoyable KPA 
garden parties, Drs Rosemarie and Ozzie, 
Professor Chalk, all the other doctors, 
nurses and support staff that gave me 
my chance. I hope others will have as 
successful treatments as I have had.

At the KPA Summer Tea Party
Su presents one of her flower 

arrangements to Mamta in memory 
of Vandana Sharma.

(David Myers in the background)

Neil, Su and Hema

At my grandfather’s house with Joy Foo
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Pioneering surgery gives old friends
a special link

Simon Ling and Steven Dowson forged 
a lifelong friendship as students at 
Chelsea College of Arts.  But the pair, 
who have known each other for almost 
30 years, now share even more than a 
passion for art.

At the end of March Steven donated a 
kidney to Simon and the transplant opera-
tion was carried out with the help of a 
surgical robot at the Royal Free Hospital 
in London.

Simon, 48, who lives in Camden and is 
a painter whose work has been exhibited 
at Tate Britain, was diagnosed with IgA 
nephropathy ten years ago.  This is a rare 
condition where an antibody lodges in the 
kidneys and results in inflammation that, 
over time, can stop the kidneys from filter-
ing the waste from your blood.  It is not 
known what causes it.

About five years ago Simon was warned 
that he may need a transplant in the 
future as his kidneys would eventually 
stop working. Simon said:  “I mentioned it 
to Steven and straight away his response 
was, ‘Why don’t I do it?’. I think I might 
have said something like ‘you’re mad!’ 
but he assured me he was interested.”

Simon’s health had started deteriorating
Preliminary tests were done to see if 
Steven, 47, an art teacher at South East 
Essex Sixth Form College, who lives in 
Leigh-on-Sea, could be a suitable match. 
The results were good but it wasn’t until 
around Christmas time at the end of last 
year, when blood tests showed Simon’s 
health had started deteriorating and he 
found himself lacking in energy, that the 
operation was planned, so he could avoid 
going on dialysis.

Simon says: “I’d actually heard about the 
robotic surgery, which was pioneered in 
the States, a few years ago and I think 
it’s incredibly cool that my surgery has 
been done in this way – it feels like 
science fiction made real.”

Steven credits yoga and cycling with his 
swift recovery
The operation took about four and-a-
half hours and both men are doing well. 
Steven credits yoga and cycling with his 
swift recovery.  Simon’s recuperation is 
understandably slower whilst the immu-
nosuppressant medication he is taking, 
so his body doesn’t reject the new kidney, 
is adjusted.  But he is walking a lot and 
feeling stronger every day.

When the pair were initially discharged 
from hospital Steven went to stay at 

Simon’s for a few days.
Steven said: “It was pretty funny as we 
were both hobbling about. Simon did 
most of the cooking and we just took it 
easy, slept a lot and watched a lot of TV. 
Two weeks later I was back home cycling 
and going back to general yoga classes 
and wasn’t taking pain killers.  Work has
been brilliant.  They gave me the time off 
I needed and employed part time staff to 
cover my classes.”

“It is a strange sensation. I do feel like 
there is an absence of something – a 
physical feeling of space.”

Simon said: “Similarly, I feel like I’ve got 
something extra. Sometimes I give it a 
little pat!”

All the Royal Free staff were amazing
Simon adds: “Steven is probably the 
most decent person that I know.  I’m just 
incredibly grateful for what he’s done. 
I also want to say thank you for all the 
care I received at the Royal Free Hospital 
from the surgical team to everyone on 
the ward.  All the staff were amazing and 
treated us with compassion and care. 
Their professionalism was extraordinary.”

Steven said: “Simon has always been 
there when I’ve needed help and I’m 
more than happy to be able to help him 
out so significantly in return.  I think to 
make that much of a difference to 
somebody is a great opportunity.”

“Robotic surgery is changing the face of 
surgery”
Neal Banga, the consultant transplant 
surgeon at the Royal Free Hospital, who 
carried out the transplant, said: “Robotic 
surgery is changing the face of surgery as 
it enables the surgeon to take on more 
complex cases and reduces recovery 
times.  It’s fantastic to see Simon and 
Steven doing so well.”

Both friends agree they would like to 
see the current system changed so that 
people have to opt out of donating their 
organs on their death rather than the 
current opt-in system.

(L-R: Simon Ling and Steven Dowson)
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Former Manchester United striker Andy 
Cole undergoes kidney transplant

Former England striker Andy Cole has 
undergone a kidney transplant

The news was announced by Manchester 
United, one of his former clubs where the 
45-year-old is now an ambassador.
A statement read: ‘Manchester United 
Ambassador Andrew Cole has undergone 

a kidney transplant operation at Manches-
ter Royal Infirmary as part of his treat-
ment for a condition called Focal Segmen-
tal Glomerulosclerosis.

‘During his recuperation, Andrew will be 
taking a break from his role as Manches-
ter United Ambassador.  Andrew and his 
family would like to thank the club and 
fans for their support.  They also request 
that he can continue with his treatment 
in private, and ask that their privacy is 
respected.’ 

Cole suffered kidney failure in June 2015 
as a result of contracting an airborne 
virus.  One of the side-effects of Cole’s 
condition, which causes scarring of the 
kidney and impacts on levels of protein 
in the body, is weight gain.  Speaking to 
BBC Sport in February 2016, the former 
Newcastle forward reflected on the issues 

he now faced. ‘Seeing the change in my 
body, that has been tough, it wreaks 
havoc with you.  You get comments like, 
“Andy Cole’s let himself go, who ate all 
the pies?”,’ Cole said. ‘I have to take it 
day by day. I am four months off a year 
and it has been tough going through this 
process.’

Cole won 15 caps for England and made 
275 appearances for Manchester United, 
where he scored 121 goals and won five 
league titles as well as the 1999 
Champions League.  The striker started 
his career at Arsenal and also had spells 
at Bristol City, Blackburn, Fulham, 
Manchester City, Portsmouth, Birming-
ham, Sunderland, Burnley and Notting-
ham Forest before retiring in November 
2008.

http://www.dailymail.co.uk/sport/football/article-4389772/Manchester-United-announce-Andy-Cole-kidney-transplant.html
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New transplant low clearance clinic
at the Royal Free

Since March of this year, an exciting
new clinic has been running based at
the Royal Free Hospital.  The clinic is
specifi cally designed around the needs
of people with kidney transplants with a
low level of function and is run by
Consultant Nephrologist Dr Phil Masson
and kidney transplant lead nurse Asia
Imedi, with support from a team of
other allied health specialists.

What are the aims of
the clinic?

The transplant low clearance clinic fi rst
aims to maximise the lifespan of kidney
transplants.  We assess kidney function
based on blood tests (creatinine) and
urine tests (protein levels) and try to see
if there is anything we can do to extend
the life of the kidney transplant. Some-
times more tests are needed to help us
decide whether or not any new treatments
or changes to current treatments might
help prolong the lifespan of the kidney
transplant.

Second, we aim to deal with complica-
tions that can arise from having a low
level of kidney function. As well as
managing anaemia (low blood counts)
and bone disease, we know that people
with a low level of kidney function have
an increased risk of a heart attack or a
stroke and so we really concentrate on
making sure that risk factors for these 
are well-controlled.

Third, we aim to identify complications
arising from being on long-term immune-
system suppressing medicines. This
includes screening for cancers, cardiovas-
cular disease, infections and skin
problems too.

Fourth, we aim to provide people with
education about renal replacement thera-
pies, (kidney transplantation, haemodialy-
sis, peritoneal dialysis and maximal
conservative care) so that they have the
opportunity to make informed choices
about which one might suit their own
situation best.  Once someone has
decided which treatment is right for them,

we make sure that all the tests and pro-
cedures needed are carried out in plenty
of time.

What happens at a typical
clinic visit?

The first time someone comes to the
clinic they will meet both Dr Phil Masson
and nurse specialist Asia Imedi. We have
a longer joint initial appointment to really
try to get to know about someone’s past
medical history, talk honestly about the
level of function that their kidney trans-
plant currently has and discuss what
treatments they might want in the future if
their kidney function was to get worse.

Patients can highlight specifi c concerns
and preferences about treatments and
the medical team can make recommenda-
tions about which treatments might
be better suited to particular patients.
Together, the patient and the medical
team establish a kidney care plan which
outlines an approach to current and
future plans for kidney treatments.
Sometimes, more tests will be recom-
mended – either to try to extend the life
of the kidney transplant, or to prepare
people in plenty of time for either a trans-
plant or going back on to dialysis.

On subsequent clinic visits, appointments
will be with either member of the team,
but you should expect to see the doctor 
at least every other time you come to 
clinic.

What else is special about
the clinic?

The clinic has access to a network of 
other health specialists who are on
hand to provide expert advice.  Specifi
cally, we have access to renal clinical
psychologists, dieticians, vascular access
surgeons, transplant surgeons, peritoneal
dialysis specialist nurses, conservative
care specialists, pharmacists and clinical
researchers.
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Every week, the medical team meets
with other specialists to hold a multidisci-
plinary team meeting to fi ne-tune and put
into action the care plans that have been
discussed in clinic.

Who are the doctors and
nurses that I will meet?

Dr Phil Masson is a new Consultant at
the Royal Free hospital having trained in
kidney units in Edinburgh, Scotland and
Sydney, Australia. His clinical interest
is kidney transplantation, and he has
also carried out clinical research involving
people with kidney transplants. One
project looked at how brain function (cog-
nition) is affected in people before and
after having a kidney transplant. Another
project was part of a world-wide study
which asked kidney transplant recipients
which outcomes they think should be
top priorities in clinic trials in the fi eld of
kidney transplantation.  Asia Imedi is also 
a new member of the transplant team, 
having joined the Royal Free in November 

last year.  She is a highly-experienced 
kidney transplant nurse, having previously 
worked at the Royal London Hospital and 
more recently at Guys and St Thomas 
Hospital as a transplant nurse specialist 
since 2009. Asia has a particular interest 
in empowering patients to make well-in-
formed decisions about their
care.  She is passionate about delivering
information about disease processes
and treatment options in understandable,
accessible and relevant ways to help
patients come to decisions that are best
for them.

This is your clinic and we are continually
looking for ways to improve our service
to meet your needs even more effective-
ly.  Please feel free to talk to us about
your ideas when you are in clinic.

Dr Phil Masson and kidney transplant
lead nurse Asia Imedi

Learning about kidneys starts at school

Two years ago, in time for a World 
Kidney Day event, Ayur Pulle the son of 
KPA committee member Neelima Pulle, 
produced an informative leaflet about the 
workings of the kidneys, called Meet Mr 

Kidney.  The leaflet was funded by the 
KPA.

Since then, Ayur and his school friend 
Om have given presentations to their 

respective classes at Haberdashers’ 
Aske’s Boys’ School, Elstree.  They have 
also handed out the “Meet Mr Kidney” 
leaflets to their teachers.  The head of 
their junior school wanted them to give 
a presentation about the kidney to the 
entire junior school.  They were very 
pleased to see the boys take the initiative 
in matters like this.  The boys have given 
a presentation to nearly 200 year-7 and 
year-8 students.  Ayur and Om presented 
their work with some props to go along 
with their power point presentation.  They 
were very pleased when a lot of their 
school friends told them how much they 
enjoyed learning all about the kidney. 
They distributed the leaflets to the 
assembly.

Ayur and Om are hoping to come up 
with a presentation for National Organ 
Donation Week in September.  They want 
to create a chart with all the organs that 
can be donated and then distribute it at 
their school and local hospitals.  They 
will stick to the same format as the Mr 
Kidney concept for each organ that can 
be donated to make it easier for others to 
follow.  It’s all “work in progress”

Ayur (Left) and Om (Right) attached with the kidney prop Ayur made for the presentation
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Enabling renal patients to safely undertake 
exercise on dialysis

Chronic kidney disease is a growing 
health problem that prevails particularly 
in people aged 65 years or more.  There 
are an increased number of patients in 
this age group undergoing haemodialysis 
(HD).  These patients commonly experi-
ence  reduced levels of physical fitness 
and physical function which contributes to 
a more sedentary lifestyle.  This in turn 
can lead to a clinical syndrome of Frailty 
associated with reduced muscle strength 
and muscle-weakness which increases 
dependency.  Research shows that 30% 
of the elderly dialysis patients are at an 
increased risk of protein energy malnutri-
tion and muscle wasting which increases 
the risk of death.

Regular physical activity and increased 
physical function have been shown to 
both lower hospital admission rates in 
patients receiving dialysis and also im-
prove longevity.  Therefore, interventions 
designed to increase physical activity and 
reduce sedentary behaviour in haemodi-
alysis patients might reduce the risk of 
heart disease, improve physical function-
ing and in turn possibly lead to improved 
quality of life.  

Most haemodalysis patients attend 

dialysis for four hours three times per 
week sitting in a specially designed chair, 
with two large needles inserted in their 
arm, therefore enforcing regular seden-
tary behaviour.  Time spent on dialysis 
has been reported to be the most physi-
cally inactive period for these patients 
and exercise programmes implemented 
during haemodialysis are a practical ap-
proach to increasing physical activity.

It is possible to attach a pair of pedals 
to the foot of the dialysis chair to enable 
patients to cycle during dialysis.  Exercise 
programs on dialysis have been reported 
to improve physical fitness, strength, and 
exercise capacity in dialysis patients. 
Renal patients participating in exercise 
have also shown improved dialysis 
adequacy (clearance of urea which is a 
waste product), better mood and 
improved nutritional status.  Importantly, 
exercise has proven to be safe in the 
dialysis patients, with no adverse events 
being reported in research studies.

Despite the benefits, exercise on dialy-
sis is currently not offered as a routine 
treatment for HD patients in the UK, as 
no consensus has been reached on how 

much exercise and what type of exercise 
works best.  Factors known to contribute 
to the lack of provision of exercise in 
dialysis centres include the lack of aware-
ness and a scarcity of relevant training 
opportunities available to renal practitio-
ners.
 
We were therefore keen to find out the 
best way to incorporate physical activity in 
our haemodialysis patient group and as-
sess the feasibility of implementing an ex-
ercise program on a haemodialysis unit. 
We also wanted to determine whether 
introducing an exercise program for pa-
tients on dialysis improved their physical 
function and muscle mass as these are 
very important health outcomes.

We have undertaken a small intradialytic 
(in-between dialysis) exercise study in the 
Tottenham Hale Dialysis unit for a period 
of four months. Participants recruited to 
the study, have been exercising during 
every dialysis session using stationary 
bikes for 15-30 minutes at each session, 
based on individual tolerance and ability. 
They have had measurements taken at 
the beginning and then after four months 
of the exercise programme.  The partici-
pants have had an assessment of their 
physical function, frailty, body composition 
and nutritional status.  At the end of the 
study the results will be widely dissemi-
nated.

So far, we have recruited 18 patients 
in total ranging from 30 years to 83 
years for this study.  Some of the early 
feedback received from the participants 
includes
“I really look forward to my cycling 
session, it is a great way to exercise 
without having go to the gym, and also 
helps me to pass my time on dialysis”
 
“My legs feel much stronger; I feel I am 
able to move around much more, I would 
like to continue cycling even after the 
study finishes”

“I am really enjoying this; I want to get out 
of the wheelchair and be able walk into 
the unit on my feet”

By Manasi Desai, Clinical Specialist Renal Dietitian

Manasi Desai (Renal Dietitian) with Tony Doorley (Therapy assistant)
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This endeavour has also been an 
extremely rewarding experience for us. 
Moving forward, we as therapists want to 
foster an exercise culture within the renal 
unit and create a sustainable exercise 
program to enable renal patients to safely 
undertake exercise on dialysis.

The study is being undertaken as a part 
of a Masters project by Manasi Desai 
(Renal Dietitian) under the guidance of 
Dr Andrew Davenport and assisted by 
Tony Doorley (Therapy assistant).  The 
wider multidisciplinary team has been 
extremely supportive to ensure the 
smooth running of the project

Members of the multidisciplinary team l-r Manasi Desai, Ida Rebello (Senior Sister), 
Tony Doorley,  Kate Goodlad (Renal consultant)
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My Extreme Everest 10th anniversary 
research expedition

In April this year, I travelled back to 
Nepal as part of the UCL and University 
of Southampton Extreme Everest 10th 
anniversary research expedition.  Our 
trek was to Everest base camp which 
is about 5.5km up high!  Some of you 
may remember I wrote an article for this 
magazine when I made a similar journey 
in 2013, as part of the Extreme Everest 2 
expedition. 

Research to find out how 
ordinary people respond to 
being deprived of oxygen

These trips are like busman’s holidays 
for me in a way, because we are using 
the fact that the air is thin at altitude 
with much less oxygen to research how 
ordinary people respond to being deprived 
of oxygen.  The lessons we learn we hope 
to use to help patients who have 

breathing difficulties.  In 2013, we took 
part in 65 separate research studies. 
40,000 samples of blood, urine, DNA, 
muscle, saliva etc. were shipped back to 
the UK.

Some of the results are 
already helping to save lives 

around the world
Many of these studies have produced 
very useful data that has been published 
and has increased our understanding of 
how people adapt to low oxygen.  Some 
of the results from 2007 and 2013 are 
already helping to save lives around the 
world.  This year we were involved in many 
fewer studies but we were also 
telling the Nepalese Sherpa community 
how they differ from lowlanders: a 
question the group investigated in 2007 
and 2013.  The Sherpa community really 
embraced the UCL group and were so 
helpful it was good manners and good 
practice to go back and tell them about 
the first findings.  The talk was held in the 
open courtyard of a lovely ancient mon-
astery in Namche Bazar, a remote place 
that is famous for being the highest town 
in the world inhabited all year round.  
We were treated to strong sweet black 
tea with biscuits and yak cheese! 

Dr Dan Martin (RFH ITU Consultant) gives a speech to the Sherpa community

By Aine Burns

Dr Aine Burns

Research team ready to fly to Lukla
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I remained well except for a 
bit of breathlessness, 

if  I walked too quickly
The studies this time involved wearing a 
blood oxygen monitor all the time.
I have included here a picture show-
ing how low my oxygen saturation went 
(normal is 95-100%) but I felt well and my 
MOCA (Montreal Cognitive Assessment) 
score was normal which told us my brain 
was working reasonably well.  It is fasci-
nating to think how I remained well (ex-
cept for a bit of breathlessness if I walked 
or climbed too quickly) when I know that 
if I were in RFH with those oxygen levels I 
would need to be in ITU!

We also had echocardiograms done three 
times as we climbed higher and higher to 
check how our hearts were functioning. 
Many of you will be familiar with echocar-
diograms.  This particular study was in 
collaboration with a group of specialists 
from Nebraska in the USA.  One other 
funny test we were involved in looked 
at the bugs we grew on our skin (fore-
heads), our tongues and in our faeces as 
we climbed higher.  That was a bit of a 

challenge taking swabs to be sent to the 
laboratory back in London!  

Everyone from the very young 
to the very old carry goods

The Nepalese are lovely people.  They 
radiate calmness and friendliness.  
Sherpas carry huge loads up and down 
the mountains because although helicop-

ters are becoming much more familiar 
sites on the Everest trail, it is still very 
expensive to use them to transport goods 
so it seems everyone from the very young 
to the very old carry goods. 

I have included a picture of a typical 
bundle a young boy was carrying.  The 
strap goes around his forehead and the 
stick you see in the picture has a T shape 
and he uses it to steady himself when he 
is climbing or support his load when he is 
resting.

Lunch at base camp

We’ll do anything for science!

 Pretty low oxygen level saturations                      

Typical load a Sherpa will carry

Man carrying dried yak poo - used
to fuel stoves
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Nepalese patients pay about 
50p for consultations

My daughter Brid whom many of you will 
remember from when she was young 
(manning the renal ward door entry sys-
tem at weekends when I was on call) has 
just qualified as a doctor and joined me 
on the expedition.  She will start work as 
an FY1 (foundation) doctor in July.  She 
stayed on in Nepal to do what is known 
as an elective and helped out at a medi-
cal clinic in Namche Bazar where the local 
people made her feel very welcome.  

Nepalese patients pay 50 rupees (about 
50p) for consultations but trekkers pay 
$50 and so the clinic manages to survive.  
At the moment, they have a doctor and 
a nurse but they often only have nursing 
staff. Brid was also helping out at an or-
phanage where it costs $1000 per year to 
keep one child.  Many children lost their 
parents in the Earthquake in 2015. Local 
people helped to build the orphanage and 
the clinic.

The Everest trail is stunningly beautiful 
not only for the scenery but also there are 
colourful prayer flags at every turn and 
on every bridge and holy stupa. Prayer 
wheels and prayer stones 

pepper the route and are a reminder of 
the gentle Buddhist culture.  The monas-
tery in Tengboche is particularly beautiful 
and we enjoyed a very peaceful and relax-
ing prayer service there.

The highest point we climbed to was 
Kala Patthar (literally black rock) at 5550 
metres above sea level. Kala Patthar 
looks down on Everest base camp which 
is essentially a colourful campsite and 
temporary home to about 1000 people 
most of whom support the climbing 
teams.  Sadly, there have been a number 
of fatalities on Everest already this year 
so I have no ambition to climb any higher 
than base camp.

Despite the extreme cold I managed a 
wild-water dip at about 4000m! Outdoor 
swimming is not for everyone but I found 
it exhilarating.

I feel privileged to have had the oppor-
tunity to go to Nepal with the Extreme 
Everest group and I sincerely hope that 
our findings will lead to improved care 
for patients with heart and lung 
problems.

Dr Aine Burns MD FRCP MSc Med Ed.
Consultant Nephrologist
Director of Post-Graduate Medical 
Education

Wild water swim at 4000m

Prayer flags at every turn

Having my heart scan at Phereche

Brid and Dr Aine Burns 
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James Onwubalili

Tottenham renal consultant, James 
Onwubalili passed away on Thursday 4th 
May 2017 after a long illness.

James was a consultant for 21 years, and 
for all of that time he looked after dialysis 
patients and later low clearance patients 
as well.  He was first appointed at the 
North Middlesex jointly with the Royal 
London in 1995 when the Royal London 
set up the dialysis unit, and was a single-
handed nephrologist for seven years.  

He then joined the Royal Free when the 
Free took over the unit at North Middlesex 
in 2001, at the same time as Dakshina 
Jayasena was appointed.

James retired in November last year due 
to worsening health.  He was an im-
mensely kind, caring and dignified man, 
and the nurses and patients at Tottenham 
Hale are very upset. Colleague Dakshina 

said “Having had him as my close col-
league for over 15 years, I miss him very 
much”

Dakshina Jayasena, Cate Goodlad and 
Sally Hamour are the other dialysis 
consultants at Tottenham Hale and they 
along with the ward manager Ida Rebello, 
wanted to make sure that James’ many 
former patients were made aware of the 
sad news.

Photos taken at the last MDT James attended in November 2016, when unknown 
to him, the nurses had a surprise lunch party for him

(24.04.47 - 04.05.17)

L-r Sally Hamour, Cate Goodlad, James, Dakshina Jayasena
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What you need to know about 
Peritoneal Dialysis

Peritoneal dialysis (PD) is a type of 
treatment for patients with kidney 
failure.  In PD, dialysis fluid is infused 
into the abdominal cavity through a 
catheter placed in the abdomen.  When 
the fluid is kept in the abdomen for a pe-
riod of time, it draws out toxins from the 
blood stream as well as excess water.

There are different types of PD:

Continuous Ambulatory Peritoneal Dialy-
sis (CAPD) where patients carry out the 
exchanges themselves three to four times 
a day.  A number of patients with good 
residual kidney function have an ex-
change once a day.

Continuous Cycling Peritoneal Dialysis 
(CCPD) where a machine does the ex-

changes automatically whilst patients are 
asleep.

Advantages
The type of PD you receive is usually 
based on your preference and how it best 
suits your lifestyle but we may also advise 
you to have one or the other depending 
on how much dialysis you need.

There is a lot of evidence to suggest that 
patients who perform self-care generally 
do better, compared to those who don’t.  
The Royal Free Renal Unit is renowned 
for the work it has done in encouraging 
patients to be involved in their care and 
PD is only one of them.

Whilst there are other forms of dialysis, 
PD has the advantage of having it in the 
comfort of your own home.  Three times 
a week visits to dialysis centre are not 
required and compared to home haemo-
dialysis (HD), there is no need for bulky 
machines. 
 
The equipment used in comparison to HD 
is more portable so there is freedom to 
travel.
  
Restrictions on diet and fluid intake are 
also less with PD as the treatment is 
performed daily as opposed to only three 
times a week.

Disadvantages
PD, like other treatments, is not without 
disadvantages.  To be able to have PD, 
access is required and you will need a 
small surgical procedure to place the 
catheter.  This is usually done under 
general anaesthetic and as a day case 
procedure. 
 
Constipation is also a complication and 
nearly all patients require regular laxa-
tives in order to prevent this.  Storage of 
supplies can also be an issue for some 
patients.  We can advise individually if 
there are specific concerns as one solu-
tion can work for one patient but not for 
another.

By Shella Sandoval, Lead Nurse – Home Therapies
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There is also a risk of infection and 
patients on PD may develop one of two 
types: PD Exit site infection is an infection 
around the skin on the catheter site.  PD 
Peritonitis is an infection of the perito-
neum or lining inside your tummy; usually 
caused by accidentally contaminating 
whilst performing an exchange.  Both 
infections can be treated with antibiotics 
and as long as you are well enough to 
stay at home, you will not need to be ad-
mitted into hospital.  Despite the risk of 
infection, it is important to note that the 
Royal Free has one of the lowest rates of 
PD infections.

Who is suitable to have PD?
PD is effective for most people.  However, 
in some situations, PD is recommended 
due to better outcomes.  For example: 
people who still have some kidney func-

tion, or those who have other health 
conditions such as heart disease.
If you are a low clearance patient, your 
specialist nurse will inform you of the 
different options and refer you to the PD 
team.  Even when you are already on HD, 
it is possible to change to PD. 

Please express your interest to your 
named nurse who will then refer you to 
the PD team.  We can arrange to meet 
you 1:1 and explain more about PD and 
assess your suitability in receiving this 
form of dialysis treatment.

12 RFHKPA APRIL 2015 

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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Is there a research study that 
could suit you?

What does it really mean to be 
part of a clinical trial? 

The renal research team recruited a stag-
gering 849 patients into a research study 
for the 2016-17 financial year, making us 
(renal disorders) the top recruiters.  So 
what exactly have all of these patients 
signed up for?  What does it really mean 
to be part of a clinical trial?  Put simply, 
a clinical study uses information from 
research involving human volunteers 
to add to current medical knowledge.  
What we aim to do is to try and integrate 
research with daily clinical practice and 
for research to become an additional care 
option for our patients.  Currently the re-
search team have 60 active studies and 
out of that 35 are open to recruitment for 
new patients, so if you would like to take 
part in research there could be a suitable 
study for you. 

Different ways in 
which information is collected 
Clinical trials are split into two main 
types: interventional and observational. 
As the name suggests, observational 
studies collect information from patients 
by observing them over time, in the hope 
to better understand kidney disease.  
Within these studies there are different 
ways in which information is collected to 

do this. RaDaR - National Registry of Rare 
Kidney Diseases is one observational 
study that involves signing a consent form 
to give us permission to look at your med-
ical records and that’s it.  It is designed 
to pull together information from patients 
who have certain rare kidney diseases to 
give a much better understanding of how 
these illnesses affect people. 

The NURTURE chronic kidney disease 
study goes a bit further and asks patients 
to give a blood sample, a urine sample 
and fill out a questionnaire at each of 
their clinic visits.  The aim of the study 
is to develop better methods to identify 
those at high risk of negative outcomes 
of kidney disease, so that they can be 
offered more effective treatment, and to 
identify those at low risk so that they can 
be reassured and spared unnecessary 
treatment.  So whether you want to be 
involved in research with minimal effort 
or if you like getting involved in donating 
blood samples, you can take part.

Interventional studies involve either a 
drug or a device.  The drugs used in 
these trials are experimental, not yet ap-

proved or using old approved drugs that 
are being tested for a new indication.  
The CREDENCE trial was testing an 
already approved drug,  used for lowering 
blood sugar in patients with type 2 dia-
betes, to see if it had a protective effect 
on the kidneys and heart blood vessels. 
Interventional trials involve you taking 
medication and giving blood and urine 
samples, so they are more complex.  
With the complexity however does come 
very rigorous monitoring from the re-
search team.  You will be in direct contact 
with us and we will keep a close eye on 
all of your blood results as your safety 
always comes first. 

Natasha Irani

By Natasha Irani, Research Practitioner
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The research team
 
Any type of research you take part in, 
from a simple study to one involving 
drugs, you will have a dedicated 

specialised research team looking after 
you for the duration you are on the study. 
The team consists of renal consultants, 
research nurses/practitioners and assis-
tants who have the knowledge and skills 
to see you safely through the trial. We 

are very flexible and any research visits 
you need to come into the hospital for will 
be at a date and time that suits you.  We 
also try and schedule the research visit 
with any upcoming clinic appointment. 

How to get involved 
There are two research offices on the 3rd 
floor where the team work. You can speak 
to us about any questions.  If you would 
like to take part in research, mention it 
to your consultant, and if we have any 
studies you may be suitable for, we will 
get in touch.  You can also e-mail us on 
rf.renalresearch@nhs.net 
Include your full name and hospital or 
NHS number and we will be in touch or 
you can give us a call on 020 7472 6687

Help develop treatments 
as part of the 100,000 Genome project

By Elizabeth Houghton, CNS Genetics & Tuberous Sclerosis, Royal Free London

In 2012, the then prime minister an-
nounced the plan for the 100,000 
genome project.  This is an ambitious 
project designed to sequence 100,000 

genomes from patients with cancers and 
rare diseases.  The aims of the project 
are to provide a diagnosis for patients 
with these diseases and to further our 
understanding of cancers and rare genetic 
conditions.  The project will also kick 
start a new genomic medicine service 
within the NHS in order to change the way 
patients with rare conditions and cancers 
are looked after.

There are currently thirteen Genomic 

Medicine Centres across the country 
that are delivering this ground-breaking 
project and the Royal Free is one of six 
trusts that make up the North Thames 
GMC.  The Royal Free Hospital is particu-
larly interested in enrolling patients with 
kidney, neurological, metabolic and other 
rare diseases into the project, and we cur-
rently have 650 patients enrolled, which 
is among the highest nationally for any 
comparable hospital.  For these patients 
it is hoped that participating in the project 
will help explain why they have developed 
disease.

Patients who are enrolled on the project 
are asked to donate a blood sample in 
order to read the sequence of their DNA. 
For patients with cancer, part of the 
cancer itself is also sequenced to find 
changes in the DNA sequence that has 
caused the disease.  In the future, this 
might help develop and deliver treatment 
that is targeted to each individual.

If you are interested in taking part in the 
project or would like more information 
please ask your Doctor or contact the 
genome team on 07534 906983 or via
 email: rf.genomproject@nhs.net
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KPA/Renal Team Meeting
On 3rd May 2017, Nii Plange and and I 
met up with the Royal Free renal team to 
attend our bi-monthly KPA/Renal team 
meeting. 

This meeting was well attended by renal 
team clinicians and this time included 
Jenny Cross, Mohammed Noor, Shella 
Sandoval, Janice Ward, Kate Shaw, Hana 
Midgley (Operations), Christiane N’Tula, 
Marcia Laycy and Haley Rossiter.

Named nurses
The KPA reminded the team that some 
dialysis patients are still not aware of 
who their named nurse is and what the 
named nurse’s responsibilities are.  
When patients are transferred to dialysis 
units, they are allocated a named nurse.  
Patients should approach band 7 nurses 
if unsure who their named nurses are.  
Janice Ward will provide a ‘named nurses’ 
list and clarify expectations.

Patient concerns at 
Edgware unit

KPA reported patient concerns regarding 
what patient carers should be allowed to 
do whilst accompanying their patients. 
Unit managers have been reminded about 
what is acceptable behaviour.

Patient issues on self-care at 
St Pancras unit

KPA discussed how patient concerns 
could be dealt with in a positive approach.  
The renal team will be responding with 
lessons learnt from a recent Health & 
Safety report.

Organ Donation event 
aimed at African Caribbean 

community
Jenny Cross authorised permission for 
the KPA to distribute a leaflet “Donating 
your time could save lives” aimed at Afro 

Caribbean and Caribbean families to get 
involved in a motivation event to sign up 
to the organ donor register.

Violence & aggression at 
dialysis units

Janice Ward reported that the department 
is currently undertaking a Quality Improve-
ment Project which includes using differ-
ent resources and mapping the patients’ 
journey in an effort to understand and 
react better to when problems arise.

Social work communication
Nii Plange advised that many patients are 
unaware of how to contact Camden social 
workers and what services Camden can 
provide. This concern will be brought to a 
multi-disciplinary team (MDT) meeting at 
St Pancras with a view to looking at re-
promoting social work services.

KPA Newsletter
KPA reminded the renal team that involve-
ment with articles for the Newsletter 
had historically been poor.  Newsletters 
promote what we do and can help outline 
patient expectations.  Articles need to 
have a positive message. It’s important 
how we address issues of dialysis prepa-
ration.  The Newsletter gives the opportu-
nity to spread learning widely.

Tottenham Music system
KPA reminded the team that the Sonos 
music system it had donated to Totten-
ham had still not been installed due to 
the high estimated cost by the installers. 
Janice Ward agreed to represent the idea 
to the Royal Free Charity on the basis of 
a Quality Improvement Project - looking at 
creating a more pleasant atmosphere for 
patients and something that can be linked 
into easing violence and aggression.

Frustration with Baxters (PD) 
service/helpline

Shella Sandoval agreed to supply an 
article for the KPA Newsletter to explain 
how the new Royal Free helpline will be 
beneficial for PD patients and would 
supply a list of useful “Top Tips”

Ward issues
Mohammed Noor (Senior Matron) to 
advise what happened to the ice machine 
the KPA donated to 10 South.

Tottenham patient issue
Patients are to be reminded in writing that 
they cannot put themselves on to dialysis 
machines ahead of unit official opening 
times as this is unsafe practice.  A nurse 
must be on duty.

By David Myers



All kidney patients & families, and nursing staff welcome
Reservation fees: Adults £8 Children (up to 12) £4

(Maximum patient with partner, two children)
Places only guaranteed following payment.  No refunds.

To reserve your place or for more information
Call/text: Nii Plange 07725 347 925 e-mail: nii.plange@me.com

Call: Louis Toussaint 07761 000 387 / 020 8205 5682   

Registration closes when coaches are full or latest 10th July 2017

Join us for
A Summer Day Trip to

Southend on Sea

Sunday 6th August 2017
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The conversations we need to have with those 
who are in later life or living with frailty

Dr Esme Gates, a Brighton GP, shares 
her ideas on how we can start to have 
braver conversations as we become 
older and why this will help us all receive 
the right care that meets our needs and 
wishes.

In a society where death is still a taboo, it 
has become apparent that talking about 
end of life care may not be an easy con-
versation, especially for family members 
and medical doctors who are focussed 
on helping those they care for to live well. 
Sometimes, to honour a person’s wishes 
may mean letting go of certain medi-
cal outcomes or a need to protect that 
person, in favour of allowing that person 
to live meaningfully, autonomously and 
with freedom.  With so much focus in the 
healthcare system on how we can deliver 
true person-centred care, we have a duty 
to continue that throughout the whole 
of a person’s life, whichever course that 
takes.

As a GP, I have been very interested in 
how we listen in to the true needs and 
wishes of older people, especially in rela-
tion to frailty.  Over the last eight months, 
I have been conducting a primary care 
contingency plan implementation, which 
in everyday language means planning 
care for those who are in their later years 
or are frail, to support their day to day 
life goals, inform how to respond in an 
emergency and meet their personal needs 
and wishes towards the end of their lives.  
The project has taken on an investigative 
energy, delving deeper in to my observa-
tion that currently in the Brighton and 

Hove area, people are often being set on 
an acute medical journey which is counter 
to these expressed needs and wishes.

Here’s what I’ve discovered
We cannot expect GPs and clinicians to 
adopt a new approach without giving them 
the time and skills they need to have 
these sensitive conversations with people 
who are in later life or living with frailty.

A collaborative approach to care where all 
care providers work cohesively towards 
the same unified patient goals would be 
more effective and efficient in delivering 
what’s truly needed – aiding a community 
response to people in crisis.

Designing and implementing a way of ethi-
cally measuring how well we’re doing will 
allow us to see the impact this makes on 
people and the healthcare system.

And finally, it is only possible to provide 
an elderly or frail person with a care plan 
founded on their true needs and wishes, 
when those are understood and incorpo-
rated into their plan, by a team who has 
regular input or oversight of their care: 
Person-centred care planning.

It’s my view that with all of these consid-
erations at the forefront, the health and 
social care community can more effec-
tively provide the right care at the right 
time.  This also helps us to avoid giving 
care that, counter to medical protocol, is 
not actually wanted by the person.

De-medicalising the 
conversation

We need to start by de-medicalising the 
conversation.  I’ve seen many cases of 
people who are frail, but otherwise well, 
getting lost in a care system.  This is 
because without a specific disease or 
condition to treat, it can be unclear from 
a medical point of view how to best help 
that person live their life.  For those with 
categorical diagnoses there can be a 
clearer beginning to the pathway.  Howev-

er, like many, I see medicine as a way of 
supporting people to live their lives in the 
way they wish, to the fullest extent they 
are able to, at any given stage of their 
life.  This is a reason I believe de-medi-
calising the conversation is important: 
focussing on patients’ goals.

What do people really want 
and need from their care?

For many frail or elderly people this simply 
means being able to go about everyday 
life in the way that they want – to see 
their family; to be in familiar surround-
ings and be with their pets; have good 
meals; be able to watch the television 
shows they want; and to retain as much 
independence as possible.  This means 
that as well as ensuring those who are 
frail understand their care choices and 
the implications they may have on their 
life, it is important for the patient’s voice 
to be heard so that the care they receive 
supports what matters to them – not 
disrupting their lives further but bringing 
ease to their journey.

By Esme Gates



Starting the conversation 
early, asking the sensitive 

questions
I believe that another important way we 
can listen in to people’s needs is to have 
the conversation about the end of life 
care well before they reach that point.

Some important questions we could ask 
are:

What matters to you most day to day?
What do you feel would matter most if 
you became unwell? Where would you 
like to be looked after – at home or in 
hospital?
Have you considered how you would 
manage at home if you weren’t able to 
care for yourself?  Would you ever con-
sider living elsewhere?
Have you discussed resuscitation with 
anyone before?  Would you like to tell 
me how you feel about it?

Of course, these are not easy topics of 
conversation and it is equally as impor-
tant to make sure decisions are made 
based on the reality of the implications in 
all possible scenarios.  What is apparent, 
though, is that not taking the opportunity 
to find out the answers can leave all of 
those involved – medical professionals, 
friends and family – in an entirely more 
difficult scenario.  People are finding 
themselves burdened by medical inter-
ventions and confusion over their care, 
neither of which are helping them live the 
life that they wish as it draws to a close.

By taking the time to listen to the whole 
person, at a time that they are most able 
and free to decide and articulate their 
true wishes we may just make life, ageing 
and death, easier for everyone.

This blog post is based on a conversation 
between Dr Esme Gates in the Proactive 
Care team and Jenny Catling in the Circus 
storytelling team, who edited the final 
article in close collaboration with Esme, 
drawing on reflections from her local 
contingency plan implementation.  

You can read more at
http://www.hereweare.org.uk/
conversations-need-laterlife-frailty/

DIARY DATES 
KPA COMMITTEE MEETINGS
July 3rd, Aug 7th, Sept 4th Oct 2nd
All kidney patients and family welcome
Mondays at 7.00 pm
The Atrium, Ground floor, Royal Free Hospital

TRANSPLANT EDUCATION SESSIONS
For kidney patients and family
Tuesday 17th October 6.00 - 8.00 pm
The Atrium, Ground floor, Royal Free Hospital

RENAL PATIENT INFORMATION SESSIONS:
KIDNEY DISEASE & ITS TREATMENT OPTIONS
For low clearance patients
9th August 1.00 - 4.00 pm
The Atrium, Ground Floor, Royal Free Hospital
8th September 1.00 - 4.00 pm
Mary Rankin Unit, Conference Room
10th October 1.00 - 4.00 pm
Tottenham Hale, Seminar Room, 1st Floor

THE BRITISH TRANSPLANT GAMES
North Lanarkshire
Thursday 27th July - Sunday 30th July
http://www.transplantsport.org.uk

Nii Plange           07725 347 925
Jill Slann (Membership Secretary)         020 8886 1483
Louis Toussaint
(NKF & Edgware Representative)         020 8205 5682
Jeremy Gold (Treasurer) jgold@waitrose.com
Caryl Bryant         020 8411 6268
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
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22nd to 25th September
If you’re 18-30 and have had a kidney 
transplant or have a chronic kidney condition 
or are on dialysis you can come and enjoy an 
action packed FREE weekend at Ilam Hall 
Youth Hostel. Ilam Hall is an impressive 
country house in the heart of the Peak District.

• Meet other young adults from across the UK. 

• Enjoy the wide range of activities that are 
on offer, including walking, arts and crafts, 
orienteering, rock climbing, bush craft, 
team challenges, karaoke, music, interesting 
workshops and lots of fun socialising.

• Weekend suitable for young adults 
with disabilities.*

• Staffed by experienced kidney nurses 
and youth workers.

How do I book my place?
To book or for more information email Kidney Care UK at info@kidneycareuk.org, write 
on the young@NKF Facebook page or contact the Young Adult Worker at your unit:

*The weekend is suitable for people with mobility issues and some disabilities. 
Please check with your young adult worker for more detailed information.

Young adult activity weekend

Ilam Hall – Peak District 2017

Formerly 

“Awesome weekend away, met some 
great people and now have some epic 
memories. Can’t wait for the next one.”

katherine.torrens@nhs.net


