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Improved kidney care services 
at the new Tottenham Hale Kidney & Dialysis Centre
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Improved kidney care services at the new 
Tottenham Hale Kidney & Diabetes Centre 

It was really 
exciting to finally 
open the new 
Tottenham Hale 
Kidney and Dia-
betes Centre in 
April 2014. This 
was the culmina-
tion of a huge 
amount of work 

to fulfil the Royal 
Free London’s commitment to constant 
improvement in the delivery of local ser-
vices for patients with chronic diseases.  
The new £6 million centre in Tottenham 
Hale completes one of the largest NHS 
investments in renal care in recent years.

Haringey and Enfield patients 
can now dialyse close to home

There is a huge demand for kidney ser-
vices in the Enfield and Haringey area. 
The area has historically been under-
served, with many patients dialysing far 
from home in central London because the 
old dialysis unit in the North Middlesex 
Hospital was too small to serve the local 
population needs.  In addition to this, 
many patients were dependent on hospi-
tal transport because of poor public 
transport connections to the North 
Middlesex Hospital unit.

We were aware that space was tight in 
the old unit for both patients and staff 
and the new facility at Tottenham Hale 
has been designed to address each of 
these issues.  The new unit has excellent 
transport links, larger waiting areas which 
separate dialysis from clinic patients and 
better facilities for staff.

“The atmosphere is much better; the wait-

ing area is much bigger and roomier and 

it’s great to have a water dispenser as we 

never had that before.  The air condition-

ing is more comfortable here, not freezing 

then boiling, and none of the windows 

leaks here - not like before.  It’s also better 

having individual lights because you can 

suit yourself.”

Why was the Tottenham 
Hale site chosen?

The Tottenham Hale Kidney and Diabe-
tes Centre is now the largest community 
based dialysis unit in the UK.  It has 48 
dialysis stations with the capacity to treat 
up to 270 patients per week.  The unit 
was successfully opened in April 2014 
to 156 dialysis patients who transferred 
from North Middlesex dialysis unit.

Tottenham Hale was selected as it is a 
well-served transport hub in north London 
and is undergoing rapid economic regen-
eration with lots of facilities close by.

We are very grateful to the KPA for the 

huge amount of time they have devoted to 
the success of this project from the start, 
helping us to get this right for patients 
and staff.  They have been involved in 
helping to choose the location, layout and 
facilities.

We were also delighted by the huge extra 
effort that the whole team put in during 
the months leading up to the move. 
Many staff members (including nurses, 

healthcare assistants, technicians, admin-

istrative and operational staff, IT support 

and consultants) worked on Sundays in 
the weeks before the move, giving their 
time generously to ensure a smooth and 
safe transfer.  This was above and beyond 
the call of duty and we are very grateful to 
each of them.

by Dr. Jenny Cross & Janice Ward (Haemodialysis Matron)

Janice Ward
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More patients who live close 
to the unit will be offered 
dialysis in the new facility

As a result of all of the hard work, all of 
our patients arrived at the right place at 
the right time and received their treat-
ment.  The second phase in May involved 
a complex move of a further 45 patients 
from several of our other units, who live 
closer to Tottenham Hale.  In the coming 
months more patients who live close to 
the unit will be offered dialysis in the new 
facility.

The unit is spread over two levels with the 
dialysis unit, including expanded isolation 
facilities, on the ground floor and a large 
out-patient area with ten clinical rooms on 
the upper level.  The whole unit is bright 
and modern, with air conditioning through-
out.  There are two separate waiting 
areas, for dialysis and out-patients, to 
avoid congestion.  The waiting areas are 
much more spacious, with water cool-
ers for patients to use. The centre also 
provides improved rest facilities and 
office space for staff, a fully equipped 
seminar room for multi-disciplinary / 
patient education meetings and for GP 
education sessions.  There is also a local 
gym, supermarket and retail park close to 
the centre.

Welcome to all new 
members of staff

We would like to welcome all new 
members of staff to the expanded team.  
Some staff members have transferred 
over from the Highgate Fresenius service 
to provide continuity for patients and to 
maintain a nurse to patient ratio of 1:5, 
in line with all of our dialysis units.  The 
unit is also very well supported by other 
members of the team such as dieticians, 
a clinical psychologist, a Health Care 
Assistant/phlebotomist and renal techni-
cians.  Administrative support is provided 
by a team of four dialysis and out-patient 
clerks and a team leader who directs the 
team at Tottenham Hale as well as other 
units to ensure effective cross-cover.

Susan Lingwood, Patient

Kulsoom Patel - Dialysis clerk

Lynda Bynoe, Receptionist

Upper floor - consulting rooms
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Teaching and education 
supports world class care

At the Royal Free London we know how 
important teaching and education is 
in developing staff to provide excellent 
care.  Zari Mousapour has huge clini-
cal experience as a renal nurse and has 
now moved into a practice educator role. 
Many of you will have seen her around the 
unit teaching, supporting both patients 
and nurses, and developing the team’s 
expertise.  Kris Paule is our new access 
nurse with both dialysis and more recently 
vascular access experience.  She is 
already looking at new ways that we can 

monitor and maintain fistulas in our units. 
She will work alongside our nursing staff 
in the units to enhance knowledge and 
skills in needling techniques and access 
surveillance.

A new integrated care 
pathway for chronic kidney 

disease (CKD)
As well as haemodialysis clinics, June 
2014 saw both peritoneal dialysis and 
transplant medical and nursing clinics for 
local patients move from the Royal Free 
Hospital. Over the next six months we will 

continue to develop links with colleagues 
in diabetes to establish new services, 
covering all aspects of diabetes care. 

We plan a new integrated care pathway 
for chronic kidney disease (CKD) in 
partnership with local GPs, mirroring the 
successful services in Mary Rankin for 
the Camden area, to expand the sector’s 
CKD and diabetes community network. 
We anticipate that this will reduce the 
need for multiple trips to different centres 
and has been welcomed by local GPs and 
the clinical commissioning group (CCG).

Renrick Decent Henry and HCA Verbo Cabus

Patient, Nana Otomwaa with nurse Agnes Tladi

Lidia Uronova chatting to a patient’s relative
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More independence in 
our new purpose built 

training area
Patients have told us they wanted more 
opportunity to be involved in their own 
care and we have responded to this by 
developing a five bed supported self-care 
area on the first floor.
The programme has been an enormous 
success, even in the first two months we 
have 12 patients training on the fleet of 
new B Braun machines, allowing them 
to be in control of their treatment in a 
supported environment.  This really is a 
great example of shared learning, not only 
for patients but also for our new nursing 
staff who are able to learn alongside the 
patients, with our senior nursing team 
teaching everyone.
“I liked it that there was one nurse. She 

trained me at the North Middlesex but 

it was a very personal group here and 

I learnt a lot more about sorting out 

problems and alarms.  We learned from 

each other.  Now I can do the whole thing 

myself. Having one nurse made it really 

consistent and that helped, I didn’t need 

to keep explaining what I could already 

do. Connie is good for teaching, trust me, 

‘don’t worry, you’ll do it’ and I did.”

Patient entertainment at 
Tottenham Hale

The unit offers free WiFi for patients. 
The KPA along with the Royal Free Charity 
Fund have agreed to subsidise individual 
mini entertainment devices for patients to 
purchase.  The device currently available 
for patients is the Tesco 7” Hudl tablet for 
£70 (retail price £99) and this can be paid 
to the KPA in full or by £10 monthly instal-
ments.

Dr. Jenny 
Cross said 

‘this is a great 

example 

of kidney 

patients  and 

NHS staff working together to deliver the 

right services and facilities in the right 

place, close to patients homes.’

Michelle Swarby, Phlebotomist

Nurse Magi Cabos

Nursing team (from l-r)
Fifi Looftun, Herbert Twusamsi, Gincy George, Magi Cabos
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New service opens for young 
adult kidney patients

A new service has been started to cater 
for the young adults in the renal service. 

Gemma King is the new Young Adult 
Worker for the renal services at the Royal 
Free hospital.  She will be supporting 
patients under 30 in the renal depart-
ment.  Gemma is a trained youth worker 
and offers a different style of support 
alongside the medical teams.  She can 
provide one to one support to young 
people facing challenges of any sort, but 
also for those that would simply like to 
be more involved with group activities 
and peer support.  Gemma also works for 
Brook, the young people’s sexual health 
charity.  She has seven years’ experience 
in talking to young people about relation-
ships and sexual health and is really 
happy to support young people at the 
Royal Free in confi dence.

Some other areas of support are
• Emotional support

• Mental health

• Moving to adult services

• Money advice and benefi ts

• Education

• Finding work

• Housing

Accessing the service
To refer a young person to the service, 
please contact Gemma on:

020 7794 0500 Ext. 37571 
Mobile: 07508 660 145. 
Email: gemma.king4@nhs.net
Young people are able to self-refer using 
the above contact details.Ph
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How was it for you?
One year post-transplant education and feedback event

For all Royal Free London NHS Trust patients transplanted 2013-2014
Friends and family welcome

October 14th 2014 6.00 - 8.30pm  The Atrium, Royal Free Hospital
PROGRAMME:
18.00  Refreshments and registration

18.15  Welcome and introduction Dr Faieza Qasim,     
 Consultant Nephrologist 
 David Myers, President of RFHKPA

18.30  RFH Transplant Services: review & update
 Dr Gareth Jones, Clinical Lead, Transplant Services

18.50  Drugs in Transplantation Prof. Caroline Ashley, 
 Lead Renal Pharmacist

19.15 - 20.00 Small Group facilitated discussion and  
 feedback

20.00  Post transplant complications: the role of the  
 specialist nurse

 David Curran, Charge Nurse, Lead for Transplant  
 Specialist Nurses 

 With stalls on tissue-typing, Transplant Games,   
 RFHKPA, psychological issues, benefi ts
 To book your place contact: joannehenry@nhs.net 
 Direct line tel: 0207 472 6605 or faieza.qasim@nhs.net
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Tottenham Hale, 

A very happy 

environment

Our main feature 
article in this 
issue tells you 
all about our 
new Kidney & 
Diabetes Centre 

at Tottenham Hale.  I finally got to visit 
the unit in August.  You couldn’t fail to be 
impressed by this modern, spacious and 
well thought out unit. The Royal Free have 
spent a lot of money on this unit and 
patients have now got the most comfort-
able and pleasant surroundings for their 
treatment there.

Matron Janice Ward took time out to show 
me around the unit and what really struck 
me was that all the nurses and even ad-
min staff seemed to have smiles on their 
faces and nurses appeared to be taking 
great care to see that patients were com-
fortable.  Looking at patients and nurses, 
this seemed to me to be a very happy en-
vironment and I make this point as I don’t 
often get this feeling when I visit other 
units.  So well done the Tottenham team! 
If patients are going to have to experience 
dialysis to survive, then this unit should 
leave patients feeling safe in the knowl-
edge that they have the best possible 
care that any dialysis centre can offer.

The unit has its “official opening” sched-
uled for Monday afternoon 13th October. 
Members of the renal team will be there 
and the Chief Executive of the Royal Free 
will be in attendance. I’ll be there too!

The KPA has regular monthly meetings 
with Janice Ward and her team where we 
discuss all relevant matters pertinent 
to the interests of Tottenham patients. 
KPA Chairman Nii Plange along with our 
unit rep Jaycinth Ekineh look after your 
interests and separately Jaycinth attends 
the unit regularly to keep in touch with 
patients.

Thanks to our many kind donors

Over the last few months the RFHKPA 
has received many kind donations and 

I would like to thank everyone who has 
contributed.  I want to pick out a few of 
the donors.

Our special 
thanks go to 
Michael and 
Barbara 

Epstein who 
recently 
celebrated 
50 years of 
marriage 
and Michael 
celebrated 
his 75th 

birthday.  They had a joint celebration and 
for the third time at one of their events, 
they asked their friends and family to 
make donations to this charity.  On this 
occasion, we received over £1400 which 
adds to the considerable total already 
donated by Michael and Barbara’s friends 
on the occasion of Barbara’s 70th.  I sent 
32 thank you letters to everyone who 
donated but this is our opportunity to say 
a BIG “thank you” to Michael and Barbara 
for being so loyal to this charity and fellow 
kidney patients.

Another “thank 
you” goes to 
the wife and 
daughters of 
Barnet patient, 
the late Roy 

Pawson.  
Friends and 
family donated 
£845 for the 
benefit of 
fellow kidney 
patients at the 
unit.  

The money was used to purchase a 
mobile blood pressure unit package and 
a Lumix camera for recording “events” at 
the unit.
Here follows the text of the very sweet 
letter sent from the family:

“We enclose our cheque which repre-

sents amounts donated by the family and 

friends of our lovely Dad and husband, 

Roy Pawson.  We know for sure he would 

have been very happy that we donated this 

money to the RFHKPA in order for you to 

buy much need equipment for the dialysis 

unit at Barnet hospital. 

We would like to take this opportunity to 

pass thanks from our family to Kate Shaw 

and her great team for the care and sup-

port they offered our Dad during his time 

there.  Everyone made the hours he spent 

there more bearable; they were all very 

kind to him.”  Betty, Hayley, Leanda and 

Claire Pawson

We must give a mention to long standing 
transplant patient Janet Painter.  She reg-
ularly carries out cake sales and on this 
occasion has sent £100 which came from 
sales collected from the Maxillofacial & 
Orthodontic unit at Chase Farm hospital 

and the Roydon United Reform Church.
Janet says “I retired from Chase Farm 

a couple of years ago now, although my 

daughter still works in the same depart-

ment as a specialist nurse. I hope Chase 

Farm will do really well under the Royal 

Free umbrella as it’s a great hospital. I 

have moved from Enfield and now live in 

Old Harlow overlooking the River Stort. 

I still attend the Royal Free and am due 

there again in October. I hope that the 
RFHKPA continues to carry out as many of 

its plans as possible.”

Finally we received a bequest of £250 

from the estate of the late Jack Dunckley. 

These funds will be used to provide help 
for patients suffering hardship problems. 
Our thanks go to Mr Dunckley’s family.

RFHKPA update
by David Myers,  President RFHKPA



8 RFHKPA OCTOBER 2014 

Kidney breakthrough 
‘could end the need for donors’

Cells taken from a cow’s ear!
Scientists have created the world’s first 
test-tube organs in a breakthrough that 
could revolutionise transplant medicine. 
The American experts are claiming to 
have used cloning technology to 
transform cells taken from a cow’s ear 
into functioning kidneys.

The ‘spare-part’ kidneys were genetically 
identical to the cell donor and so were not 
rejected when they were transplanted into 
the animal.  The scientists are confident 
that the same technique will work in 
humans within the next few years.  Using 
just a few skin cells, doctors would be 
able to grow perfectly matched organs 
with none of the problems of rejection 
associated with donor tissue.  They have 
already started trying to produce other 
tissues, including heart cells.

“Cloning techniques could 
offer a viable source of 

transplant tissue for humans”
The team of scientists at Advanced Cell 
Technologies in Massachusetts, a private 

firm, attracted international controversy 
when they announced the creation of the 
world’s first human embryo clones late 
last year.  Dr Robert Lanza, who led the 
team, said last night that the latest 
experiments proved that cloning tech-
niques could offer a viable source of 
transplant tissue for humans.

In the UK, an estimated 100,000 people 
suffer from some form of severe kidney 
disease.  The NHS carries out approxi-
mately 1,200 kidney transplants a year, 
but almost 6,000 patients are waiting for 
a new organ at any one time.  Hundreds 
die before organs become available and 
at least 32,000 require treatment such 
as dialysis.

The experiment on cow tissue
Dr Lanza, ACT’s vice-president of medical 
and scientific development, said cloned 
human embryos could be harvested for 
replacement tissues to treat everything 
from Parkinson’s disease to heart failure 
within the next few years.  He said of the 
experiment on cow tissue: ‘This is the first 

demonstration of creating a functioning 

organ using cloning technology. It is a big 

step forward. If, as seems likely, this 

applies to humans too, it will be an incred-

ibly important breakthrough.’

The researchers, who will publish details 
of their work in a scientific journal shortly, 
started by removing a single skin cell 
from the ear of an adult cow.  This was 
then fused with a donated cow egg which 
had been hollowed out so that its DNA 
- the blueprint for life - was removed.  
When this was jolted with electricity, it 
became an embryo rich in so-called stem 
cells - the body’s ‘mother’ cells which 
have the potential to develop into any of 
the body tissues.  Because they come 
from a cloned embryo, the cells were 
genetically identical to the donor animal, 
ensuring that any tissue produced from 
them would not be rejected.

Cultured stem cells so that they 
became kidney cells

The scientists cultured the stem cells 
so that they became kidney cells, using 
chemical treatments that the company is 
currently keeping secret.  The cells were 
grown on a biodegradable kidney-shaped 
scaffold designed by experts at Harvard 
Medical School.  The scientists produced 
several miniature kidneys each a couple 
of inches long.  These were transplanted 
back into the adult animal, alongside its 
existing organs, where they started to 
produce urine. ‘When we took the organs 

out a few months later, they were working 

just as we had hoped,’ Dr Lanza said.
 
‘We can create a functioning organ by 

growing on scaffolds.  There were 

absolutely no problems with rejection. 

This is one of a series of experiments we 

have done which demonstrate the poten-

tial of therapeutic cloning. In adult cows, 

we are creating new heart tissue using the 

same techniques.  We are also trying to 

create cells to treat arthritis.  Every kind of 

replacement cell is imaginable.’

by James Chapman, Daily Mail
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Exciting and unprecedented 
medical opportunities

Many scientists and doctors believe 
creating cloned human embryos to be 

mined for ‘spare part’ body tissues will 
offer exciting and unprecedented medical 
opportunities.  But the Roman Catholic 
Church and pro-life campaigners, who 
regard early-stage embryos as forms of 
human life, are against such research.

Scientists will be able to create and then 
destroy life in the laboratory on an un-
precedented scale, they argue.  They are 
also concerned about the ethics of 
allowing human creation without concep-
tion for the first time.  There are also 
fears that by publishing details of their 
techniques, scientists will give other 
rogue experts the chance to produce a 
cloned human baby.  Several teams have 
said they have already started work on 
such projects, though until today many 
scientists doubted they had the know-
how.

In the UK, the creation of cloned embryos 

to produce cells for medical treatments 

has been given the green light. 

Full reproductive cloning, which would 

lead to the birth of a cloned human baby, 

remains illegal.

www.dailymail.co.uk/news/article-

97207/Kidney-breakthrough-end-need-

donors.html#ixzz39FTUxHNv 

Organ transplants ‘on the rise’
by Nick Trigglen (Health correspondent, BBC News)

The number of organ transplants is 

continuing to rise, but the UK still lags 

behind other countries, official figures 

show.

There were 4,655 transplants carried out 
in 2013-14.  This represents a 10% rise 
on the year before and the eighth year in 
succession the numbers have gone up. 
But the NHS Blood and Transplant data 
showed three people a day still died 
because of a shortage of donors.  
By 2020 the NHS wants to increase the 
donor rate by more than 50%.  That would 
bring the UK in line with the best perform-
ing countries such as Spain.

The big push in recent years has been 
translating the number of people on the 
donor register - just over 20 million cur-
rently - into organs being made available. 
Four in 10 families block organ donation 
after a loved one has died, despite their 
being registered as an organ donor.  Hos-
pitals have increasingly been employing 
more specialist organ-donation nurses to 
approach and support bereaved relatives 
in hospitals to try to rectify this.

Biggest problem

But Sally Johnson, of NHS Blood and 

Transplant, said it was also essential 
those signing up to the organ donor 
register let their families know and 
discussed it with them before death. 
“Family refusal is our biggest problem 

and it’s sad we lag behind some other 

countries in terms of consent,” she said. 
“We understand that families often have 

to consider donation in their darkest 

hour.  So rather than wait for that mo-

ment, please ask yourself now whether 

you think it is right to accept people dying 

in need of a transplant in the UK? If we 

would accept an organ for ourselves or 

would want someone we love to be saved 

by a transplant, shouldn’t we be willing to 

donate too?”

Not all donations come from dead 
patients, however, with just over 1,000 
of the transplants last year achieved by 
donations from living people, according 
to the figures shown.

www.bbc.co.uk/news/health-28213262



One of the highlights of the RFHKPA 
social calendar is the annual Summer 
Garden Party. This year, the party held on 
Sunday 29th June at the usual venue, 
The North Bank banqueting suite, 
Muswell Hill Methodist Church, was 
enjoyed by a small but enthusiastic group 
of patients, carers and friends.

KPA committee members club together to 
provide all of the food and the preparation 
of what turns out to be a large, varied and 

healthy selection of food, soft drinks and 
teas. Caryl Bryant was the chef in charge 
and was ably joined by Jill Slann, Fiona 
Stevenson, Michaela Dynott and Martha 
Myers.  Also helping out were Jaycinth 
Ekineh, Vandana & Nalini Sharma and 
Janice Stephens.  Everybody “mucked in” 
so well and the day went very smoothly.

Master of ceremonies was David Myers 
who made sure that the raffl e was good 
fun and the great range of prizes were 

well spread amongst the guests.  John 
Marcus provided the easy going musical 
entertainment but the highlight of the 
afternoon was provided by Pam Coster 
(Caryl Bryant’s mum) with her fabulous 
jazz singing performance.

KPA committee members can be proud 
of the wonderful day they were able to 
provide, in particular for those patients 
who get few opportunities to go to social 
events like this.

Th e RFHKPA 
Summer Garden Party 2014

Entertainer
John Marcus 
accompanying

Pam Coster

Kids...

Committee members 

Sara Adams & Bina DoshiCommittee members 

Sara Adams & Bina Doshi
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Kushi Gujral Michele Toomey Kushi Gujral Michele ToomeyMichele Toomey

A magnifi cent spread of food

Transplant patient Uday 
& Sheila Lakhani

Ladies in the kitchen
Caryl, Fiona, Martha & Jill

Michaela Dynott with dialysis patient Cuthbert & Maizie Gollop

Dialysis patient Gwendoline Lewis 

with her uncle

Dialysis patient Catherine 
Stronach (on the right) with 

a friend
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Jannice Stephens face painting 

Penny Ram

David Myers presents raffl e prizes to a guest and Helen Burdett 
(photo on the right)

Vandana Sharma presents Pam Coster with her raffl e prize

Jaycinth Ekineh with 

Fiona Stevenson looking on

Transplant patient Michelle Wright
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My six month battle to give a kidney to 
my dying sister because docs said I was too ill

When devoted Jude Skilton was told 
she was too ill to give up a kidney for 
her dying sister, she refused to take the 
doctor’s word for it.  That was the start 
of her tireless six-month campaign to 
become a living donor. 

Loving sister Jude Skilton had to battle 
doctors for the right to honour a promise 
she made at the age of six.  Her beloved 
little sis Jo Shipley had grown up with a 
chronic disease in her one 
remaining kidney after her other was 
found to have a tumour and removed 
when she was eight days old.

Medics told Jude she could 
not donate

Jude, 35, was just six when she promised 
Jo: “Don’t worry; I’ve got two kidneys so 

you can have one of mine.”  But when the 
time came that Jo, now 33, needed a 
transplant, medics told Jude she could 
not donate because she suffers from a 
muscle disorder.  Then she found her 
kidney would have been a perfect match.
Jude said:  “It was devastating. I wasn’t 

just a good match, I was spot-on.  

The chances of fi nding another were so 

slim, it was unbearable. I couldn’t let them 

snatch this opportunity away.”

Jo’s kidney function went 
down to seven per cent

The de-
termined 
mum 
would not 
back down, 
and kept 
pestering 
doctors to 
let her help.  
And after a 
string of gru-
elling tests 
they fi nally reconsidered, and 
carried out the op last year.

Jo – who is mum to Bailey age 13, 
Harrison age 10, and nine-year-old 
step-daughter Este – had seen her kidney 
function drop steadily since 2003. 

But in 2012 she became seriously ill and 
was admitted to Southmead Hospital 
in Bristol with her kidney function down 
to just seven per cent.  She was put on 
dialysis and told she needed an urgent 
transplant. Jude – who has two sons Jake 
age 17 and Brandon age 15 – immediate-
ly put herself forward.  But doctors said 
they would not consider it because she 
suffers from fi bromyalgia, which affects 
connective tissues and makes recovery 
from surgery slow and painful.  She said:  
“To know I held the key to Jo’s survival and 

wasn’t able to use it felt like I’d won the 

lottery but lost the ticket.” 

“All that mattered to me 
was saving Jo”

However, she refused to give up so easily 
and, with full support from husband Pete, 
she decided to fi ght the doctors’ decision. 
“All that mattered to me was saving Jo,” 

she said.  She visited a kidney specialist 
and underwent heart examinations and 
ECGs, X-Rays, blood tests and ultra-
sounds.  Her entire medical history was 
then sent off to be reviewed by a panel of 
experts.

In January last year, six months after she 
was fi rst refused, Jude got 
the go-ahead and broke the 
news in an emotional letter 
in which she assured her: “I 
will always be here for you.”  

The sisters from Weston-
super-Mare, Somerset, 
went into surgery three 
months later and have 
now made a full recovery.

Jude will never forget 
the moment nurses wheeled her sister 
back on to the ward after a successful 
operation.  “It was like a light had gone on 

inside her,” she said. “She’d come back to 

life before my eyes.”

www.mirror.co.uk/news/uk-news/six-
month-battle-give-kidney-3222146

back down, 

let her help.  
And after a 
string of gru-
elling tests 
they fi nally reconsidered, and 

was fi rst refused, Jude got 
the go-ahead and broke the 
news in an emotional letter 
in which she assured her: 
will always be here for you.”  

The sisters from Weston-
super-Mare, Somerset, 
went into surgery three 
months later and have 
now made a full recovery.

Jude will never forget 
the moment nurses wheeled her sister 

Sisters Jude Skilton (left) who gave one of her Kidneys to her 
younger sister Jo Shipley
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On Sunday 27th July 2014, many 

patients, their families and unit staff 

joined the Kidney Patient Association for 

our fi rst visit to the famous coastal town 

of Broadstairs.

We were delighted with the turnout; two 
coaches fi lled with many happy faces and 
three ambulances to ensure the smooth 
running of the day. Both coaches 
departed from the Royal Free Hospital 
and Tottenham unit around 9:00am 
arriving at 11:00am, giving us plenty of 
time to explore and enjoy all that Broad-
stairs had to offer. On top of this, the pa-
tients got the best of the British weather 
as we had chosen the hottest day in the 
history of all our trips! Broadstairs is only 
a small town, but perfect for the patients 
and their families who wanted a day full 
of sun, sea, & sand. A few of us went to 
try out the local cuisine. I enjoyed every 
bit of a famously typical British meal.  
You can’t go wrong with fi sh, chips and a 

glorious helping of mushy peas, topped 
with a cup of tea; the perfect way to end 
an already fulfi lling day!

The committee prides itself on sustaining 
the membership base we currently have, 
whilst also doing our best to increase our 
outreach and awareness to others who 
would benefi t from such trips. Although 
our trips are focused on providing a fun 
day out fi lled with good memories for pa-
tients and their family members, we also 
provide a wealth of information about the 
KPA and our individual roles within the 
RFH renal family so that every attendee 
can go away appreciating the purpose 
and value of the charity and the potential 
role of each patient within it.

We are actively seeking patients and their 
family members to attend our monthly 
meetings and become part of our ever 

growing committee.   We welcome sug-
gestions in any manner, such as fundrais-
ing initiatives or locations for future trips.

RFHKPA Summer 
Day Trip to Broadstairs

Louis ToussaintLouis Toussaint

by Louis Toussaint
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Maria Katsiamis and Peter Mamara

Tricia Clark with her mum Susan Clark

Mr & Mrs McVey (volunteers) with 
Catherine Stronach

Fred Acheampong (left) 
and Emmanuel Densu

Joan Dhyll and Taylor

Mrs Gladys Uche with 
her family

A.N. Other, Joan Dhyll and Patrick Prosper
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We are all being advised to cut back 
on salt, fat and sugar these days and 

therefore it’s really useful to be able 
to understand food labelling in order to 
make informed choices about the food we 
buy.  However, at first glance it can seem 
confusing and overwhelming.

Most pre-packed foods have a nutrition 
label on the back or side of the package.  
These include information on energy in 
calories (kcals) and kilojoules (kJ).  
There is also information on protein, 
carbohydrate and fat.  Sometimes they 
break it down further to show saturated 
fat, sugars, sodium and salt.  They all tell 
you how much of these are contained in 
100 grams and sometimes also per 
portion size. 

Use the following to help with 
choosing better options 

TOTAL FAT
High: more than 17.5g of fat per 100g

Low: 3g of fat or less per 100g 

SATURATED FAT
High: more than 5g of saturated fat per 

100g 

Low: 1.5g of saturated fat or less per 100g 
SUGARS
High: more than 22.5g of total sugars per 

100g 

Low: 5g of total sugars or less per 100g

SALT
High: more than 1.5g of salt per 100g (or 

0.6g sodium) 

Low: 0.3g of salt or less per 100g (or 0.1g 

sodium) 

Understanding Food Labelling
by Emily White (Specialist Renal Dietitian)
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Nowadays energy, fat, saturated fat, 
sugars and salt content are also shown 
on the front of packaging often in the 
‘traffi c light labelling system’.  This can 
be useful if you are trying to be careful 
with specifi c nutrients.  So given a choice 
of two sandwiches, for example, you can 
easily see which has more favourable 
traffi c light labelling i.e. the one with more 
greens (especially for salt) and fewer 
ambers and reds.

We can be lulled into believing foods are 
healthier and more nutritious with the ad-
dition of a few buzz words on the pack-
aging such as ‘sugar free’ or ‘natural’, 
when in fact such foods’ contribution 
to a healthy diet can be negligible or 
worse.  The use of greens and browns in 
packaging evokes the image of healthy 
and organic, while oranges and yellows 
imply vitality and vitamins.  One baked 
bean manufacturer promotes the prod-
uct as one of your 5-a-day, however a tin 
contains half of the ideal limit for salt for 
a day. 

Spreadable processed cheese that 
tells us it a great source of calcium but 
doesn’t mention the high fat and salt too!  
One chocolate hazelnut spread company 
was taken to court for overdoing their 

claims of the healthiness of the spread, 
as in reality, it is about as nutritious as 
spreading a nutty chocolate bar on your 
toast!

THINGS TO LOOK OUT FOR:
Unfortunately for us potassium and 
phosphate don’t get a mention but it is 
worth being aware that so many pro-
cessed foods including ready meals have 
phosphate added as a bulking agent and 
as a preservative, among other things.  
 
SALT AND SODIUM: 
Usually labels show you how much salt is 
in the food but sometimes they will only 
tell you how much sodium there is.  Just 
remember that salt is made from sodium 
and chloride so the sodium content is 
always smaller than the salt content.  
You multiply sodium by 2.5 to fi nd out the 
equivalent amount of salt. Sodium 
chloride accounts for nearly 100% of all 
rock and sea salts surveyed, so be it 
Himalayan pink salt or bog standard table 
salt, it still does the same thing to our 
health and thirst. 

Beware of reduced salt products that are 
very high in salt, for example reduced salt 
soya sauce still contains 11.3g of salt per 
100 grams (over half a gram per tea-
spoon) which is more than seawater that 
has 2.5g of salt per 100 grams!

LIGHT’ OR ‘LITE’: 
This means that it must be at least 
30% lower in at least one thing such as 
calories or fat than the standard product, 
for example, 30% less fat.  This does not 
mean that they are low in that nutrient. 
A packet of ‘light’ crisps still contains 
18.9g fat per 100 grams making it a high 
fat product. 

NO ADDED SUGAR: 
This doesn’t mean low sugar.  Many 
sugars are naturally occurring, for 
example raw fruit whole food bars which 
are increasing in popularity still 
contain around 14g of sugar per bar 
which amounts to 40g of sugar per 100 
grams! Who needs to add more sugar 
to that?

So next time you do your shopping, 
don’t be afraid to take a look at the 
nutritional breakdown.  Arming your-
self with the knowledge to interpret 
those labels means you can really take 
control of what you are eating.  
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With a grant of £173,000 from Kidney 

Research UK, Dr Jill Norman is 

investigating how the rare kidney disease 

PKD causes kidney scarring – the number 

one cause of kidney failure.

Polycystic kidney disease (PKD) is a killer 
condition that causes small fluid-filled 
cysts to form in the kidneys.  The cysts 
enlarge, forming balloon-like swellings, 
which gradually replace normal kidney 
tissue.

Over time, patients with PKD develop high 
blood pressure – a major cause of heart 
attacks and strokes.  PKD also causes 
kidney scarring, which can lead to kidney 
failure and death at any age.  After kidney 
failure, the only treatment is dialysis or a 
kidney transplant.

PKD is a genetic disease passed down 
from parents to children. Its symptoms 
often don’t appear until adulthood, after 
people have already had children, so 
many parents pass the condition to their 
children without realising they have it. 
Today, around 60,000 people in the UK 
have PKD, and there is no cure.

Slowing the damaging effects 
of this rare disease

Dr Jill Norman and her team at UCL 
Medical School in London are working on 
a research project that could dramatically 
improve the quality of life for people with 
PKD. “We don’t yet know why PKD causes 

scar tissue to form in the kidney, but we’re 

going to find out” said Dr Norman.

They are studying the cells in the kidney 
that cause scar tissue to form in patients 
with PKD.  The cells are called fibroblasts 
– they are found throughout your body 
and are involved in the healing process. 

Dr Norman has identified an enzyme that 
appears to encourage the fibroblasts to 
produce scar tissue in the kidney. 
Her team is using cultured kidney cells in 
the laboratory to investigate this enzyme 
further.  If the enzyme does contribute 
to kidney scarring, it may be possible to 
inhibit the enzyme, creating a new treat-
ment that could keep kidneys working for 
longer.

Hope for patients fighting 
PKD

Around half the people with PKD will 
experience complete kidney failure in their 
lifetime, and they will have to begin dialy-
sis immediately to stay alive.  
If Dr Norman can prove her theory, this 
could potentially lead to a new treatment 
to slow the formation of scar tissue, 
extending the life of patients’ kidneys and 
delaying the need for dialysis. 

Editor notes: This article refers mainly to 
the more common form of PKD: AD-
PKD or Autosomal Dominant Polycystic 
Kidney Disease. A rarer form is ARPKD or 
Autosomal Recessive PKD, which affects 
patients from birth, whereas ADPKD is 
often not detected until middle age. 

Although a rare disease overall, ADPKD is 
the most common genetic renal disorder. 
In the UK, it accounts for around 1 in 
10 people on dialysis and 1 in 8 with a 
kidney transplant.

ADPKD is caused by mutations in one 
or more genes causing them to function 
abnormally. Because ADPKD has a ‘domi-
nant’ inheritance pattern, there is 1 in 2 
chance that an affected parent will pass 
on ADPKD to each child born. 

For more information on both types of 
PKD please go to the website for the PKD 
Charity: www.pkdcharity.org.uk
  
www.kidneyresearchuk.org/research/

showcase---jill-norman

Searching for a way to save patients’ kidneys 
from polycystic kidney disease (PKD) 
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Karen Fox scores a Bulls Eye
for the RFHKPA

Having her first dialysis in December 
1989, Karen has been a renal patient for 
nearly twenty five years, recently undergo-
ing her second transplant. Supporting her 
throughout has been her Aunt Rose, a 
member of the Lord Southampton darts 
team for ladies, who has also nominated 
the Royal Free Hospital Kidney Patient 

Association (RFHKPA) for this year’s 
charity award.

It was a pleasure to be invited to the 
Ladies Darts Team Celebration at the 
Regents Park club.  I was overwhelmed 
by just how many women there were but 
Karen reassured me that they wouldn’t 
bite!  There was a lovely ambiance ac-
companied by some delicious finger food 
prepared by team members, followed by 
the sound of wonderful music (although 

I did forget my dancing shoes!).  It was 
definitely a night to remember! 

The Bullseye Ladies Darts League 
consists of ten teams from North West 
London and surrounding areas.  Before 
each game, every player pays a fee which 
goes into the kitty.  The total amount of 
the kitty will then be divided between two 
charities nominated by teams at the end 
of the year.  Many charities had been 
nominated for the 2014 selection and 
fortunately, the RFHKPA was one of two 
charities selected for a share of the £900 
raised.  I received the cheque on behalf 
of the RFHKPA for £450. The cheque was 

presented by Tina Reeves, followed by a 
few words of encouragement and a “well 
done” to all those ladies who gave their 
time to help out. The RFHKPA thanks 
everyone involved in this generous 
donation.

by Louis Toussaint

DIARY DATES 

KPA COMMITTEE MEETINGS
Oct 6th, Nov 3rd (AGM), Dec 1st
(No meeting in January) 
Held monthly on a Monday evening at 7.15 pm.  
All renal patients are welcome to attend
The Atrium, Ground floor, Royal Free Hospital

PRE-TRANSPLANT PATIENT EDUCATION SESSION
“Can I have a kidney transplant?” 6.00 - 8.00 pm
Tuesday November 11th 2014 Tottenham Hale Dialysis Unit
Tuesday January 14th 2015 The Atrium Royal Free Hospital

RFHKPA XMAS PANTOMIME ‘MOTHER GOOSE’ 
The Hackney Empire, Nov 23rd
Contact:  Nii Plange or Louis Toussaint for details

THE RFHKPA AGM
Monday Nov 3rd 7.00 - 8.30pm
Tea, coffees & biscuits served from 6.45 pm
All renal patients and family welcome.
The Atrium, ground floor, Royal Free Hospital

Nii Plange  (Chairman)

(Highgate and Mary Rankin Representative) 07725 347 925 

Andy Forbes    01442 262767

Caryl Bryant   020 8411 6268 

Jill Slann  (Membership Secretary) 020 8886 1483

Louis Toussaint  

(NKF & Edgware Representative) 020 8205 5682

Jaycinth Ekineh  

(Tottenham representative) 

Caroline Meyer (Secretary) 020 7222 4483

 Bina Doshi   020 8440 0504

Ivan Rappaport 020 8458 3698

David Myers  (President/Treasurer) email: rfhkpa@gmail.com

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



How the RFHKPA makes good 
use of donated funds

Over the last few months, our patients, 

families and friends have continued to 

show support for this charity and our 

kidney patients.  To all who have 

donated, on behalf of RFHKPA committee 

members, we thank you.

The summer months are a busy spend-
ing time for the RFHKPA and your kind 
donations have been used to help make 
events like our Summer Garden Party a 
really enjoyable event for those attending. 
Committee members provide all of the 
food, preparation of the food and supply-
ing gifts that make up a fabulous raffl e. 
Donated funds help pay for the hiring of 
the banqueting suite, the entertainers 
and other costs such as the photographer 
to record the happy faces!

Other events include the recent day trip to 
Broadstairs, when we fi lled two coaches 
and provided two ambulance vehicles for 
wheelchair patients.  All patients were 
also given lunch money as part of the 
package.

In December, we organise our regular 
day out for 70 patients and families to 
a pantomime. This year they will enjoy 

a spectacular panto “Mother Goose” at 
the Hackney Empire.  The show will be 
packed with “every ingredient for the 
perfect festive family treat.  Expect larger-
than-life characters, loads of laughs, 
outrageous costumes, dazzling dance 
moves, incredible live music and plenty of 
heroes to cheer and baddies to boo!” 
There will also be a Christmas dinner 
party for about 100 patients.  Separately 
we provide Christmas party snacks for pa-
tients dialysing at selected satellite units.

Social workers provide 
guidance to patients with 

hardship problems

Our small but dedicated social work de-
partment plays a vital part in helping our 
kidney patients with hardship problems. 
When there are reasons why they can’t 
get fi nancial help for regular sources, they 
turn to the RFHKPA for a quick response 
to solve a problem.  We have a sub-com-
mittee of six trustees of the committee 

who have to review requests and decide 
on whether we can offer assistance. 
In many cases we have to organise the 
ordering and payment of required items 
for patients.  Over the last year we have 
helped patients who have got into dif-
fi culty with utility services or rent arrears, 
needed help for travel to and from dialysis 
units whilst on holiday (we can’t pay for 

holidays), patients who have a justifi ed 
reason for requiring a replacement TV, 
washing machine or a fridge, those that 
want a computer to fi nd work (we buy re-

conditioned computers) and patients who 
need immediate temporary funds; all on 
the recommendation of a social worker.


