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RFHKPA Update
By David Myers, President RFHKPA

Royal Free patients don’t seem 
to want a voice in renal matters

Over the last 
few years, I 
have put quite 
a bit of effort 
into trying to en-
courage fellow 
kidney patients 
to get involved 
with the KPA 
because that’s 
the way that 

we can fi nd out what patients’ concerns 
are across all of our units.  It’s the way 
in which patients can tell us about ways 
that could improve their experience of 
their treatments.  We have no end of 
patients who tell us how they want to get 
involved but when it comes to it, we never 
hear from them a second time!  We still 
have to rely on our hardcore established 
committee membership to try and get our 
work done.
 
We even have our doctors and nursing 
staff who tell us that they have patients 
who they can recommend to get involved, 
but none of this comes to fruition.  We 
are told that patient opinions are wanted. 
So come on Royal Free kidney patients. 
Get involved with the KPA.
 

Citizens Advice Camden
 tells us how they can help 

kidney patients
 
At our February KPA committee meeting 
Casey Galloway and his colleague Gosia 
Sreonicka came along to tell us how the 
Citizens Advice Camden is currently look-
ing after our kidney patients.  The service 
specializes in helping with benefi ts 
and tax credits and housing problems 
amongst a large back-up of services.  
This was a great opportunity for patients 
and committee members to hear about 
the services available to our fellow kidney 
patients and you can read more about 
what Casey told us in his article on 
page 6.

A life lived to the full
I’m sorry to have to report the sad pass-
ing of our much loved and long-standing 
committee member, Vandana Sharma.  
Please read our tribute story on pages 
14-16.  I was honoured to be able to 
speak to the large gathering of people 
who attended Vandana’s funeral, which 
was in fact a celebration of her life, her 
achievements and the love and friendship 
she spread. 

I would like to express our thanks to 
her family and friends for the donations 
which have been made in her memory.  
A cheque for £1351 has been gratefully 
received and will be put to good use for 
the benefi t of fellow kidney patients.

Unexpected but very welcome!

I was woken up a couple of weeks ago, 
by someone who had arrived at my 
home, unexpected but very welcome!  
The unexpected visitor was a lovely man 
called Keith Franklin and Keith spent 
nearly three hours with me telling me 

all about himself and his wife Sue, a 
dialysis patient, who had died fi ve years 
ago.  Keith had set up a fund titled the 
Sue Franklin Renal Fund and presented 
me with a cheque for £3,785.53.  We are 
very grateful for this generous donation 
and we thank Keith for all his hard work in 
raising the funds and thanks to the Frank-
lin family and many friends who donated. 
We hope to feature Sue’s story in our 
next Newsletter.

We are also very grateful for all the dona-
tions made to the RFHKPA and I must 
send our thanks to the family and friends 
of Adriano Ralli who passed away in 
late 2015.  A justgiving fundraising page 
totalled £750.   

Retirement celebration 
benefi ts kidney patients

Congratulations to P 
Fisher who celebrated 
a successful career 
with a retirement 
party with family, 
friends and members 

of The Hand of Good Fellowship Lodge.  
At the event, a raffl e raised £250 for 
RFHKPA.  A further £500 was donated 
by the Relief Chest Scheme, The Freema-
son’s Grand Charity Manchester Lodge.   
We are very grateful for these very gener-
ous donations.

Adriano Ralli
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Christmas wreaths benefi t 
Royal Free kidney patients

Belated season’s greetings to Elaine 
Thomas-Jeffries who followed up her 
generous donation of last year by raising 
for RFHKPA a further £400 from the sale 
of her beautiful Christmas wreaths.  As 
you may remember from previous News-
letters, Elaine donated her kidney to her 
husband Simon Cook in August 2014. Our 
thanks go to Elaine for her continued loyal 

support of our charity.

KPA committee member 
Jill Slann has a 

“special birthday” celebration
Jill had a lunch party celebration at a 
hotel near Enfi eld to which she invited 
close friends and family.  Instead of pres-
ents she suggested her guests might like 
to donate to the RFHKPA.  They respond-
ed very generously and raised  £1000 for 
our Charity.  We thank all who contributed 
but especially Jill who continues her 
excellent and committed work for this KPA 
and plays an essential part in editing this 
newsletter.

KPA/Renal team meeting

The February meeting between the KPA 
and the renal team was a valuable hour 
and a half spent raising issues and being 
briefed on forthcoming improvements in 

the unit.  Alongside myself was Nii Plange 
and the Royal Free team included dialysis 
lead Jenny Cross, matron Janice Ward, 
deputy operations manager Lee Gutcher 
and renal service manager, Emma David-
son.

Improving the 
patient experience at clinic 

appointments
A key point raised by us was communi-
cations.  I had an annoying experience 
which I’m sure many patients have had. 
At a recent clinic appointment I arrived at 
10.00 am for a 10.15 appointment.  At 
just before 12 noon I told my consultant 
that I was leaving.  I understood how busy 
the unit was that morning but that sort of 
wait was unacceptable.  There may have 
been 50 people waiting to be seen in the 
clinic, but no one in admin had apolo-
gised or warned that doctors were running 
late.  I discovered that the clinic had been 
overbooked due to doctors’ holidays. 
As a result of my complaint, the renal 
team have made sure that a member of 
the team will regularly check in advance 
the number of patients that have been 
booked for clinics so that there is not a 
repeat of an overbooked clinic.

Christmas wreaths benefi t 
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Communicating messages to patients
I also asked that the team consider a 
better way of communicating to patients 
when clinics are running late.  It would 
be good if TV screens could be used to 
communicate messages and let patients 
know where they are in the “queue”.

Patients’ expectations of the service
We also discussed the idea of patients’ 
expectations of the sort of service they 
expect.  This had been brought to our 
attention because a patient had written 
to me asking why her husband had not 
received the results of tests from the 
previous week, which he expected to 
receive at his dialysis session but his 
consultant was away on leave. The 
patient’s wife was under the impression 
that her husband was at risk.    

I had passed on the concern to Dr. Jenny 
Cross who immediately contacted the 
patient’s wife to explain that although the 
consultant was away, there was registrar 
cover at the unit and more importantly, 
there are regular team meetings to dis-
cuss every patients’ medical treatment, 
blood tests etc, These checks go on 
irrespective of whether the patient’s 

consultant is on hand or on leave.  In the 
absence of a consultant, any patient that 
has concerns should make their concerns 
known to the senior nurse in charge at 
their unit.  However, the fact that a patient 
or his/her partner are not aware of how to 
raise concerns effectively highlighted the 
need for renewed education of how care 
is provided in our dialysis units.  This is 
also an example of how important it is that 
patients talk to the KPA when they have 
concerns, so that we can point them in the 
right direction.

NHS to Reimburse 
Dialysis Sessions Onboard 

Cruise Ships
I am pleased to inform you that follow-
ing a meeting between NHS England, the 

BKPA and Lisa Parnell of Cruise Dialysis, 
NHS England has chosen to exercise its 
discretionary rights to reimburse the cost 
of healthcare onboard cruise ships subject 
to certain conditions:-

•The treatment must be a regular long-
term treatment for a chronic condition that 
the patient usually receives in an English 
provider and which is funded by NHS 
England.

•The patient will only be reimbursed 
either (a) the published NHS National Tariff 
or (b) the actual cost of the treatment, 
whichever is lower.  The patient will be 
reimbursed by their usual renal unit and 
will need to supply original receipts and 
proof of payment when they return from 

the cruise.

•The patient must seek approval for the 
treatment in advance of their cruise jour-

ney from their usual renal unit.

• The treatment must take place within 
the boundaries of, or the majority of the 
cruise ports of call are to an EEA coun-
try, or a country with which the NHS has 
formal healthcare agreements, i.e. those 
covered under Article 56 or those coun-
tries with which England has bilateral
agreements.  Your Holiday Dialysis Co-or-
dinator will be able to tell you the amount 
of reimbursement you are entitled to under 
the published National Tariff.

RFHKPA Update continued
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Wales has become the first nation in the 
UK to introduce a “revolutionary” new 
system to increase the number of organ 
donors.

Adults are now regarded as having 
consented to organ donation unless they 
have opted out.  More than one million 
people in Wales - 34% of the population 
- have registered to opt in already and 
86,000 have opted out. Welsh Health 
Minister Mark Drakeford called it a 
“ground-breaking step which will save 
lives”.  He paid tribute to the cross-party 
support for the change in the law, which 
aims to increase the number of donors 
by 25%.

In the past year, 14 people died whilst 
waiting for a transplant in Wales, while 
there are currently 224 people on the 
waiting list, including eight children. 
The so-called soft opt-out system will now 
apply in these circumstances:

• For people aged 18 and over who have 
lived in Wales for more than 12 months 
- and who die in Wales

• A person will become a potential donor 

either by registering their decision to opt 
in - as they do currently - or by doing 
nothing at all, in which case their consent 
may be deemed

• If families knew their loved one did not 
wish to be an organ donor - even if they 
had not opted out - they will still be able 
to tell doctors and donation will not take 
place

In the rest of the UK, the opt-in sytem 
still applies, although ministers in 
Scotland and Northern Ireland are likely 
to be watching closely what happens in 
Wales.  First Minister Carwyn Jones said 
it was “law making in Wales at its best”. 
Ministers have said more than two-thirds 
of people in Wales are now aware of the 
changes and they hoped a “leap in con-
sent rates” would follow.

Mr Drakeford said:  “There are many, 
many people who would be prepared to 
be organ donors but the knowledge of 
their wishes is not available at the point 
where this very unusual set of circum-
stances is significant.  The law is just one 
thing we’re doing; it will be a profound 
cultural change”.

‘Precious gift’
“NHS Blood and Transplant says we 
need a revolution in consent - we think 
our law delivers that - and an evolution in 
practice, and we’re part of that UK-wide 
evolution that will go well beyond the 
introduction of the new system”  He said 
he was satisfied the balance was right 
and people had for the very first time the 
right to register their decision to opt out 
too.  But the known views of the donor 
would prevail.

Mr Drakeford said he welcomed the 
support of faith groups although there 
was still some opposition to presumed 
consent.  The Rt. Rev John Davies, 
Bishop of Swansea and Brecon, said the 
churches were fully supportive of the 
issue of organ donation but the prefer-
ence was to see it as a “gift.”  “In the 
deeming of consent, there is always the 
risk that that idea of gift might vanish,” 
he said. “From a Christian or moral per-
spective, I think the idea of giving some-
one a precious gift is something much 
better than others presuming that that gift 
can be eradicated and just taken.”

www.bbc.co.uk/news/uk-wales-34964382

Organ donation law ‘revolution’ 
starts in Wales

Organ Donations in Wales
 • 1,082,991  have opted in so far (34%)

 • 85,944   have opted out (3%)

 • 173   deceased and living organ transplants 
    carried out on Welsh residents (2014/15)

 • 224   people are on the transplant waiting list 
    including eight children (November 2015)

 •14   died waiting for a transplant (2014/2015)

 • 30,000   people die in Wales each year but only 330 
    die in circumstances where they can donate

Source: Welsh Goverment
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How Citizens Advice Camden is 
working for the benefi t of Royal Free kidney patients

Citizens Advice Camden provides advice 
services for kidney patients in partner-
ship with the Royal Free Hospital Trust 
Renal department.

The importance of good quality advice 
cannot be underestimated: too often 
people are not aware of what they might 
be entitled to in terms of benefi ts and 
services.  In addition there is lots of 
evidence to show that access to good 
advice helps people to deal with their 
practical problems which enables them to 
engage better with their health and care 
needs. 

Where patients can see us
The service started at the Tottenham 
Hale Kidney and Diabetes centre in 
September 2014 where we now provide 
two advice sessions a week.  Since July 
2015 we also started a fortnightly advice 
session at St Pancras Hospital and we 
aim to extend the service to the Edgware 
Dialysis Centre from April 2016, thus
increasing overall accessibility.

Th e services off ered by 
Citizens Advice Camden

We provide advice, information and sup-
port on issues such as welfare benefi ts, 
debt, housing and employment.  We al-

ways aim to take into account the needs 
of the individual and tailor the advice 
accordingly.  This is in acknowledgment 
of the fact that people with chronic kidney 
disease have varying and different needs 
dependent on their condition, personal 
circumstances and the impact of the 
treatment that they are receiving.

Many of the people we see may just 
require the information to enable them to 
deal with their enquiries themselves and 
equally there are many, because of their 
health or other personal circumstances, 
who may require more of a ‘casework’ 
approach.  Taking on the case, where ap-
propriate, enables us to use our expertise 
to effectively assist our clients and advise 
of the possible options available to them 
in order to secure positive outcomes. 

An integrated approach
Another important area of work is making 
charitable applications.  Applications are 
mainly made to organisations that specifi -
cally assist people with kidney disease 
and as such they have a clearer under-
standing of their practical and emotional 
needs.  RFHKPA is one of these organisa-
tions.  We assess people for fi nancial 
assistance looking at their whole situa-
tion in order to ensure that any money 
awarded goes towards meeting their 
greatest and most appropriate needs. 
Having an integrated approach combin-
ing advice and charitable applications is 
therefore essential to be effective in this 
area of work.

Information & assistance in 
managing patients’ fi nancial 

situations
The renal advice project is part of the 
network of advice services provided by 
Citizens Advice Camden.  This benefi ts 
the renal patients as we are able to 
access other specialist advice ser-
vices in order to support their needs. An 
example of this is the Citizens Advice 
Camden Debt and Disability team who 
specialise in assisting clients in dealing 
with their debts.  This service can assist 
patients with producing fi nancial state-
ments (details of income and expenses), 
negotiating with creditors and giving 
patients appropriate advice, information 
and assistance in managing their fi nancial 
situation.

Contact us
Advice is also available via the telephone 
by contacting 020 7391 0673 which is 
also the number to arrange an 
appointment.  Alternatively you can email 
renal@camcabservice.org.uk.  We are 
able to see any patients with kidney 
disease receiving treatment through 
The Royal Free Hospital and its 
associated dialysis centres.

Citizens Advice Camden Debt and 
Disability team can be contacted direct on 
0300 330 0644 (for debt advice only).  

www.camdencabservice.org.uk  

By Casey Galloway, Health Services Manager Citizens Advice Camden

Casey Galloway
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Surgeons revive 
dead kidneys for transplant

According to Jonathan Leake, the science 
editor at The Sunday Times, scientists 
have discovered how to bring “dead” 
kidneys back to life, restoring their vigour 
so effectively that they can be used in 
transplants when they would normally 
have been incinerated.

The breakthrough could mean an increase 
in the number of kidneys available for 
transplant — and fresh hope for the 
6,000 Britons who have spent months or 
years on hospital lists waiting for a 
suitable organ to become available.
Two people have already received kidneys 
rejuvenated using the procedure and 
they are working well.  This is despite the 
organs having first been rejected by 24 
other transplant centres around the UK, 
said Mike Nicholson, professor of surgery 
at Addenbrooke’s Hospital in Cambridge, 
where the operations took place in De-
cember.

17% of kidneys offered up for 
transplant are rejected because 

they are taken too late
“There are 6,000 people waiting for 
kidney transplants, but there were only 
enough organs to carry out 3,121 
operations in the UK last year,” said 
Nicholson.  “One reason is that 17% of 

the kidneys we get offered each year are 
rejected because of concerns about 
quality.  If we could rejuvenate them it 
could make a huge difference.”

One of the most common problems for 
transplant surgeons is that donated 
kidneys must first have all the donor’s 
blood flushed out, by pumping an ice-cold 
mixture of preservative fluids through the 
blood vessels, including the tiniest 
capillaries.  However when, as often 
happens, a donor’s heart has stopped 
working for more than a few minutes 
before the organ is removed, the blood in 
the capillaries thickens so that it cannot 
be flushed away.

This machine could bridge 
that gap, making more kidneys 

viable 
Nicholson and his team have spent 10 
years working out how to overcome this 
problem — and found the answer lay in 
the heart-and-lung machines used to keep 
patients alive during open-heart surgery.

Such machines work by pumping blood 
enriched with oxygen and nutrients around 
a patient’s body while they lie anaes-
thetised, keeping their tissues healthy. 
Nicholson and his colleagues decided a 

similar but smaller machine might do the 
same job for kidneys.

“We get real blood from the blood bank, 
and then add a complex mix of amino 
acids, antibiotics and hormones that open 
up the capillaries,” said Nicholson.  “Then 
we pump this ‘smart blood’ through the 
kidney and assess the improvements in 
blood flow, colour and other factors.  Most 
of them rapidly become healthy and pink.”

One key sign is that as the donated 
kidneys come back to life they resume 
their normal function of producing urine 
even while on the machine — typically 
about a pint an hour.  Nicholson’s team 
tested the technique on 1,000 pig organs 
and 92 human kidneys that had been 
rejected for transplant, before it was 
ready.

The kidney had been 
rejected by every other 

transplant centre in Britain
Last December Paul Southgate, 31, 
from Colchester, Essex, became one of 
the first two beneficiaries of Nicholson’s 
work.  Doctors rang him to say a trans-
plant organ was available after a wait of 
seven months.  There was, however, a 
catch.  The kidney Nicholson was offering 
Southgate had been rejected by every 
other transplant centre in Britain because 
the 35-year-old donor’s heart had stopped 
for 13 minutes before his kidney could be 
retrieved.

“The donor’s blood had thickened and 
the capillaries were plugged with red 
blood cells.  But when we put it into our 
perfusion apparatus, the cells cleared in 
five minutes.  An hour later it was looking 
really healthy,” said Nicholson.

Southgate decided to take the chance. 
On Boxing Day, a week after his 
operation, Southgate left hospital. 
“It has changed my life — I can live like 
a normal person,” he said.

Professor Mike Nicholson demonstrates his kidney resuscitation machine



8 RFHKPA APRIL 2016 

More than 500 families in the UK have 
said no to organ donation taking place 
since 1 April 2010 despite knowing or 
being informed their relative was on the 
NHS Organ Donor Register and wanted 
to donate.  These family refusals have 
resulted in an estimated 1,200 people 
missing out on a potentially life-saving 
transplant.

Family refusals 
result in missed transplant 

opportunities
NHS Blood and Transplant has released 
the fi gures to draw attention to the fact 
that family refusals mean that people 
either wait longer for a transplant or die 
on the transplant list.  There are currently 
6,578* people waiting for an organ trans-
plant across the UK.  When a family says 
no to donating, someone waiting for a 
transplant may miss out on their only op-
portunity for a transplant.  Around 1,000 
people die in need of a transplant across 
the UK each year.
Although registering a decision to donate 
on the NHS Organ Donor Register is a le-
gally valid decision to donate your organs, 
in practice if your family strongly feel that 
they cannot support donation, despite 
staff answering their questions and 
concerns, donation doesn’t go ahead. 
That is why it’s vital to tell your family that 
you want to be a donor and to register 
your decision on the NHS Organ Donor 
Register.

Is overriding acceptable?
Some families refuse to support a 

relative’s decision to be an organ donor 
in spite of the fact that the majority of 
people fi nd the idea of someone overrid-
ing a decision to donate unacceptable. 
73% of respondents to a survey carried 
out by NHS Blood and Transplant said 
they thought your next of kin should 
not be able to overrule your decision to 
donate after you have died, whereas only 
11% thought it was acceptable to do so.

Steps NHS Blood 
and Transplant is exploring

The organisation, which is responsible 
for the NHS Organ Donor Register and for 
matching and allocating donor organs, is 
now exploring whether there are further 
steps it could take when approaching 
families to ensure more potential donors’ 
decisions are honoured by their relatives. 
This includes making clear to families that 
consent or authorisation has already been 
provided by the individual themselves.
The relationship hospital staff build up 
with families at this time is very impor-
tant, particularly given that the family 
members of potential donors provide a 
lot of important information about their 
relative’s medical, travel and behavioural 
history before donation takes place.

NHS Blood and Transplant is looking at 
ways to reduce the number of families 
who feel unable to support their relative’s 
decision to be a donor. Ideas being ex-
plored include:

• providing families with a leafl et that 
explains that consent (or authorisation 
in Scotland) rests with the person who 
has died and not the family left behind.  
These leafl ets have been produced by the 
Human Tissue Authority for Wales, 
Northern Ireland and England.

• continuing to ask a potential donor’s 
family to help assess the risk of their 
relative donating organs (for example by 
providing information about their loved 
one’s medical and travel history), but not 
actually asking the next of kin to confi rm 

consent or authorisation. Consent or 
authorisation from the next of kin is not 
required in law if someone had registered 
a decision to donate on the NHS Organ 
Donor Register, if they had expressed 
a decision in life to donate or if their 
consent can be deemed in Wales.  The 
current way of approaching families, and 
the paperwork NHS Blood and Transplant 
asks families to complete, may be adding 
to a family’s confusion at a stressful time 
and leading them to think they need to 
make a decision themselves.

• asking families to sign a document 
confi rming their reasons for overrid-
ing their relative’s decision in the hope 
this might help a family to discuss and 
consider their relative’s decision and 
hopefully honour it.  In Scotland families 
are already required to complete a retrac-
tion form to record why they overturned 
a relative’s decision to donate.  A similar 
form could be rolled out elsewhere 

across the UK.  Sally Johnson, Director 
of Organ Donation and Transplantation 
at NHS Blood and Transplant, said:  “We 
understand that families are approached 
about donation at a very challenging time 
and that it can come as a surprise to 
fi nd out a relative had made a decision 
to donate.  This can make it diffi cult for 
families to support donation going ahead 
and their relative saving lives.  We want 
to draw attention to the fact that while 
most families approached about donation 
support their relative’s decision to donate 
as recorded on the Organ Donor Register, 
a number of families each year override a 
previously made donation decision. 

Families saying no to donation
results in missed transplant opportunities
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We hope that by raising this issue we will 
prompt more families to talk about 
donation and reduce the number of 
families overriding their relative’s decision 
to donate.”

Sally Johnson says proposed changes 
would make the existing legal situation 
clearer to families and hopefully help 
them support their relative’s decision. 
She urges those wanting to donate to 
register that decision on the NHS Organ 
Donor Register and talk to those closest 
to them about donation. “The more we 
all talk about organ donation, the less 
ambiguity and room for misunderstanding 

there will be.  Talk to your relatives and 
tell them that, should the time come, you 
want them to support your decision to 
save lives after your death.”

Notes:
*UK Active transplant waiting list as of 
7th January 2016.
NHS Blood and Transplant is currently ex-
ploring how it can reduce family overrides, 
as across the UK the number of people 
that donated organs fell for the fi rst time 
in 11 years in 2014/15.  
Each year, only around 5,000 of the half a 
million people who die across the UK die 
in circumstances where they are able to 

donate their organs.  In 2014/15, 1,282 
people donated organs after their deaths, 
resulting in 3,341 deceased donor organ 
transplants.  It is important that the 
organisation continues to work with the 
rest of the NHS and families to increase 
donation so more lives can be saved 
through transplantation.

1 ORGAN DONOR CAN SAVE 8 LIVES

How the KPA makes 
good use of your donations

We are very grateful for the donations 
made to this charity.  Here are some of 
the things that we have used donated 
funds for.

Tottenham Hale Music 
system 

We have funded the setting up of a music 
system for our dialysis unit at Tottenham 
Hale. This is a Sonos system with speak-
ers strategically spread across the unit 
to allow patients to enjoy “soft” music at 

selected times during dialysis sessions. 
It is thought that music can help relax 
patients and help them through the long 
dialysis treatments.

KPA Christmas lunch party 
Over 80 people attended our annual 
Christmas lunch party at The Maze Inn 
wine bar in Southgate. Patients and mem-
bers of their families paid a reservation 
fee and the balance of costs was paid for 
with donated funds to RFHKPA. 

999

selected times during dialysis sessions. 

By David Myers, President RFHKPA
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Patients’ Christmas food
 
Every Christmas we provide funds for our 
satellite units, so that food can be bought 
for patients to celebrate the festive 
season. The units that benefitted from 
this were Tottenham Hale, Barnet and St. 
Pancras Self Care.

Home haemo support group
We have been happy to provide backing 
and support for refreshments at home 
haemodialysis support group meetings. 
This is an opportunity for patients on 
home haemodialysis to discuss their ex-
periences. They meet other home haemo 

patients and meet the home haemo 
team. We hope that those asattending 
form a regular patient support group.

Supporting patients’ needs
Our hardship sub-committee continues 
to help patients in need and we work in 
partnership with the Camden CAB who 
advise us that patients’ requests adhere 
to our criteria for assistance. Recently we 
have helped patients new to home hae-
modialysis with requirements for furniture 
to house PD kit.

Providing another 
Ice Dispenser

Recently we purchased another ice 
dispenser for our Edgware satellite unit. 
This was thanks to the generous donation 
made by friends and family in memory of 
Fatemah Soleymani, for the use of her fel-
low patients.  Patients on fluid restrictions 
really appreciate being able to suck on ice 
cubes during their treatment, especially 
on warmer days.  We have previously 
provided Ice Dispensers for our St. 
Pancras and Royal Free units.

Improving the lifespan of 
kidney transplants

As you will see from the article on P11, 
we are purchasing an autoRIC device.  
Use of this device has shown better renal 
function four years after transplantation 
and can prolong the lifetime of the trans-
planted kidney by two to three years.  
RFHKPA is committed to the purchase 
and we hope that many of you will help 
fund the device by donating via JustGiv-
ing.

http://campaign.justgiving.com/
charity/rfhkpa/autoRIC

How the KPA makes good use of your donations (continued)
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The Royal Free Nephrology and Trans-
plant unit is thrilled to be able to lead 
the way using a new technique for 
improving the lifespan of kidney 
transplants.  

With thanks to the RFHKPA for their sup-
port, the Royal Free is going to purchase 
the autoRIC device for the benefi t of our 
living donor transplant recipients.  And 
you can play a part in improving the 
lifespan of kidney transplant patients by 
donating towards the device.

For the patient (and clinicians), one of the 
most positive things about the autoRIC is 
that it is virtually free of side effects.  
The treatment consists of having a cuff 
infl ated around the upper arm for fi ve min-
utes at a time on the morning of trans-
plant surgery.  This is performed four 
times to both the donor and the recipient 
with a break of fi ve minutes in between.  
It feels a bit like having your blood pres-
sure taken but lasts a bit longer!

The obvious question is why?  How does 
this improve the outcomes after renal 
transplantation?  An important study 
undertaken at the Royal Free (in partner-
ship with UCL) in 2010, in which 64 of our 
patients and their donors participated, 

has discovered that patients undergoing 
this treatment not only had better renal 
function at four years after transplanta-
tion but that this treatment can prolong 
the lifetime of the transplanted kidney by 
two to three years.

The concept of Remote Ischemic Condi-
tioning is the phenomenon whereby brief 
episodes of occluding the blood supply 
(ischemia) followed by release of blood 
fl ow (reperfusion) applied to tissue within 
the body although not necessarily the 
organ itself (hence the term remote) 
makes the organs more resistant to 
damage than would otherwise be incurred 
during the process of transplantation.  
The process of transplanting an organ 
comes with the inevitable consequence 
that some damage will be sustained and 
this may manifest itself as a delay in the 
organ starting to work and also in the 
level of function that the kidney achieves 
(its GFR).  Our study suggests that pa-
tients who have undergone the autoRIC 
treatment prior to kidney transplantation 
have 15% better GFRs at four years than 
those who do not recieve the treatment.

As clinicians working with kidney trans-
plant patients we are constantly looking 
for ways to prolong the lifespan of trans-

planted kidneys.  The autoRIC device will 
be a fantastic addition to our program and 
we are extremely grateful to the RFHKPA 
for assisting us in being able to offer the 
treatment at the Royal Free. 

If you want to contribute towards 
RFHKPA purchasing this valuable device 
for the Royal Free, please go to

http://campaign.justgiving.com/
charity/rfhkpa/autoRIC

or you can donate on your mobile by 
sending a text to 70070,  use our unique 
code AUTO22 and donate any amount 
from £5 to £100

To: 70070

AUTO22

£5

Text to 70070

My Unique Code

Amount £1 to £100

A utomated  Remote  I s chemic  Condit ioning
Improving the lifespan of kidney transplants

By Rose Johns, Renal Consultant, Royal Free London NHS
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Mindfulness – how can 
being mindful impact my health?

By Sinead Burke, Clinical Lead Renal Dietitian, Renal and Diabetes Therapy Team

R O Y A L  F R E E  D I E T E T I C  C O L U M N

Have you heard about mindfulness? 
There are many definitions for mindful-
ness, but this explains it well; 

“Mindfulness is deliberately paying atten-
tion, being fully aware of what is hap-
pening both inside yourself, in your body, 
heart and mind, and outside yourself in 
your environment.  Mindfulness is aware-
ness without judgement or criticism.” 
(2009.Jay Chozen Bays. Mindful Eating: 
A guide to rediscovering a healthy and 
joyful relationship with food).

Used with people suffering 
with chronic pain

Mindfulness has roots in ancient Bud-
dhism, but has been adopted into West-
ern medicine more and more in recent 
decades.  It has been used with people 
suffering with chronic pain and cancer. 
It has also been recommended by the 
National Institute for Clinical Excellence 

(NICE, 2015) as a way to help people who 
have had bouts of depression in the past 
prevent future recurrences.  This is done 
by Mindfulness Based Cognitive Therapy 
(MBCT) and Mindfulness Based Stress 
Reduction (MBSR). 

Some people benefit when 
they are trying to lose weight

Traditional methods of losing weight (re-
ducing calorie intake, increasing exercise) 
can be effective for some people, but we 
know that the way we think about food, 
and ourselves, means that it is rarely this 
simple! 

Many of us eat when we are not hungry 
– perhaps when we feel sad, or stressed.   
We also choose different foods when we 
are feeling bad.   For example, you may 
normally try to have crisps just once per 
week, as they are a salty food and your 
blood pressure is high.  Then something 

happens in your life to increase your 
stress levels, and (you guessed it!) you 
reach straight for the crisps, three days 
in a row. 

For this reason, some people benefit from 
a mindful approach when they are trying 
to lose weight, for example, rather than 
just counting calories.  Mindfulness can 
allow people to think about all of the rea-
sons behind their hunger, and to address 
those inner thoughts which may not be 
helpful, such as self-criticism or doubt. 
So, is mindfulness just meditation? 

What IS it exactly and how 
does it work?

Meditation is a part of being mindful.  It 
helps us to slow down our thoughts and 
focus the mind.  This can be hard in a 
hectic world!  You could try this five 
minute ‘raisin’ meditation once a day for 
a week. You can use another small item 
of food, such as a single square of choco-
late or a blueberry, for example. 

This may sound silly, but trust us; having 
something to focus on can make medita-
tion much easier, particularly if you are 
new to it. Carrying out this ‘formal’ 
meditation above can be a helpful way to 
practice this skill.  There is evidence that 
mindfulness improves the more regularly 
you practice it. 
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Other practical ways to 
be mindful which are not 

meditation are:
Try something new!  Take a walk through 
a different park.  Notice all of the things 

around you – the light, the trees, any 
sounds you can hear, how the ground 
feels below your feet.  This can be really 
helpful if you have been feeling over-
whelmed by your day – it gives you a 
moment alone with your thoughts.
Notice activities which you tend to do on 

autopilot.  For example, brushing your 
teeth, feeding the cat, sending a text 
message, washing the dishes.  Try to 
approach this mindfully by being more 
aware of the sensations as you carry out 
this task.  For example, the sound of a 
spoon on the cat food tin, the feeling of 
hot water on your hands.

Take the time to notice each mouthful 
of your meal.  Appreciate the flavours, 
textures and notice your stomach filling 
as you eat.  Eat slowly and enjoy the food. 
Eating or drinking more slowly helps the 
body have time to realise when it has had 
enough. 

If you notice unhelpful thoughts creeping 
in, try to work on hearing the thought, and 
then gently encouraging it away again. 
It is important not to allow thoughts over-
take us.  Ask yourself: “is mulling over 
this really going to make a difference? “ 

Mindfulness may not be for everyone, 
but certainly anyone can learn to do it. 
It can help you to live more in the 
present, and reduce the stress you feel 
about past or future worries.

Here are some helpful resources if you 
would like to read more about 
mindfulness.

http://www.nhs.uk/Conditions/
stress-anxiety-depression/Pages/
mindfulness.aspx
http://www.oxfordmindfulness.org/
http://bemindful.co.uk

Raisin Meditation

1  HOLD:  First take the raisin (or other food) between your finger and thumb.
2  LOOK:  At the raisin in your hand/between your fingers.  Notice how every ridge looks.  Imagine it has just dropped   
 from outer space and no one has ever seen an item of its kind before.
3  TOUCH:  Close your eyes if this helps.  Roll the raisin gently between your thumb and forefinger and notice how it feels  
 between your fingertips.
4  SMELL:  Hold the raisin to your nose and inhale.  Notice the smell.  Does your mouth or stomach have any reaction to  
 this?
5  TASTE:  Chew the raising slowly in your mouth, noticing what happens as you do so.  Pay attention to any changes in  
 taste or texture with each chew.
6  SWALLOW:  When you are ready, swallow the raisin.  Notice the movements in your throat as you swallow.
7  FOLLOW:  Imagine you are tracking the path of the raisin down your digestive tract.  Notice how your whole body feels  
 at the completion of this exercise.
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Vandana Sharma
A tribute to a special person

Vandana Sharma died suddenly on 
Friday 22nd January after suffering 
cardiac arrest.  Her funeral was held 
on Saturday 30th January 2016.  
She was just 52 years old.

Vandana had been a kidney patient
since childhood and thus was well
known in the kidney community of
the Royal Free and beyond.  She was
the longest serving member of the
RFHKPA committee.  Over her
lifetime she had had three kidney
transplants, the last one from her sister 

Nalini almost eight years ago. Vandana 
appreciated the gift of life and made sure 
she enjoyed every minute of her life.  She 
enjoyed embroiderie, learned glass work, 
baked and decorated cakes.  Her love of 
travel took her all over the world. 

We shared so much happiness, 
laughter and the sad times

(By youngest sister Nalini)
When Vandana was born on 30th March 
1963 my father’s best friend hired a band 

to play outside our house to celebrate the 
birth of my father’s first born daughter. 
This was not usual practice in India and 
Papa’s friend did this knowing how happy 
my father was.  He was also right in cel-
ebrating Vandana’s arrival because to us 
she really was someone worth celebrating 
at every moment of our lives.

The last time Vandana was very ill was 
in 2006, when we were told she had one 
hour to live, but I told the doctor that he 
did not know what a fighter my sister was. 
She pulled through.  During that time 
when she was in intensive care at the 
Royal Free Hospital, we discovered that 
Vandana was like an onion.  There were 
so many layers, so many friends that she 
had quietly helped or supported in some 
way, people whose causes she had 
assisted or championed.  Ten years later,
at her funeral, we saw those onion-like 
qualities yet again, only with the added 
quality that this time she has also made 
us all shed tears.  

As sisters the three of us have shared 
so much happiness, laughter and shared 
the sad times too.  Until October last year 
Vandana and I shared a home.  Prior to 
moving into our new home, we were with 
our sister Mamta and sharing a room.  
Vandana and I also shared a kidney, my 
kidney which was donated eight years ago 
and which she was supposed to use “for 
at least... 100 years!”

Vandana looked after me so well, cared 
for me, cooked for me and baked, not 
always just for me.  Since our parents 
died she supported us, reassured us, 
and loved us unconditionally.  Vandana 
has broken our hearts, but she had filled 
it with so much love that only good things 
can pour out.

For us to know that so many wonderful 
people attended her funeral, people who 
have been in our sister’s life, reflects on 
what a genuinely, lovely, sweet, kind and 
above all amazingly courageous person 
she was and this makes us doubly proud.Vandana, Nalini, Mamta
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Bimbi Fernando, Consultant 
Transplant Surgeon, Royal 
Free Hospital NHS Trust

Nalini says “Mr. Bimbi Fernando sup-
ported and stayed with us throughout 
the days Vandana was in the Royal Free. 
Being there with us that night was a really 
lovely thing to do for Vandana and for us.”

These are Bimbi’s words:
I had the pleasure of knowing Vandana 
from before joining the RFH as a consul-
tant in 2004 as she had been connected 
to my family since 1978, when my father 
was involved with her care.  I can’t 
remember specifically the first time I 
met her but I suspect it was in the early 
1980’s and definitely during my medical 

school career but she was imprinted in 
my memory as an ever present friendly 
person that my dad had operated on!

My first professional encounter with her 
was in an outpatient setting when I went 
through her history and we chatted like 
old friends in a matter of fact way about 
her life in terms of growing up with a 
poorly functioning kidney, her time on 
dialysis and her period of life following 
transplantation.

I was struck, like I am by all patients of 
her vintage, by her perspective on her 
illness and how she just got in with it.
But I was also struck by how nice she was 
in sharing her experiences and this led us 
to work together at a later period.

I transplanted a kidney into her many 
years later after her second kidney trans-
plant and she often reminded me that it 
wasn’t as good as when my father did 
the previous transplant as she had more 
symptoms following this!  I am not sure if 
she was teasing me... but I wouldn’t put 
it past her!

About four years ago we started working 
together on a project increasing aware-
ness of organ donation and transplanta-
tion.  She embraced this with real enthu-
siasm and worked closely with Susan, a 
liver transplant recipient and this involved 
going into primary and secondary schools 
and telling children about transplantation 
and the need for organ donors and asking 
them to talk about it with their families.  
I know she enjoyed these talks and she 
told me that this was a small way of giv-
ing something back.

So many children were profoundly 
affected by her talks especially when she 
told them what it is like to have kidney 
failure and to be on dialysis.  She was 
also involved in talks to UCL students, 
including medical students in the first 
year and applicants for medical school. 
She generously gave her time to accom-
pany some of these school students to 
give talks to local schools with them.

Continued on following page

Bimbi Fernando
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She was a lovely and truly generous lady 
with a heart of gold and had a fantastic 
relationship with her sisters. I am so sad 
that she will not enjoy her new house, 
won’t be able to nag her sister to tidy her 
room, won’t be able to share happy times 
with her family and won’t be able to drop 
by and support our education sessions 
and just be a rock for other patients and 
members of staff.  Thank you for being my
patient, my teacher and my friend. I will miss you 
Vandana

Diana Garratt (Kidney transplant 
patient)

I had lots of 
fi rsts with Van-
dana, my fi rst 
Pilates class, 
my fi rst Thai 
meal, my fi rst 
event cinema, 
my fi rst time 
at the Hamp-
stead Theatre 

my fi rst decorative glass class. I have the 
little blue glass Angel she made me hang-
ing by our front door.
  
OK, so we both had dialysis and trans-
plantation in common but we had far 
more than that: we shared common 
values of kindness and responsibility. 
We had parents who had moved heaven 
and earth to get us treated.  Both of us, 
despite our health issues, had grown up 
with a feeling of responsibility towards 

our two younger siblings, and the value of 
family.

Vandana invested a lot I know in caring 
for the next generation.  She had a real 
desire to talk about the importance and 
benefi ts of transplantation to young medi-
cal students.  She knew more than most 
about the terrifi c advances in pharmacolo-
gy from personal experience gained in the 
last 40 years.  Vandana realized we still 
had a long way to go to make medication 
more targeted, with fewer side effects, in 
the fi elds of both cardiology and trans-
plantation.

Vandana would be part of my perfect day. 
We’d go to a fi lm or the theatre and have 
a Thai meal, go home and have one of her 
home-made cakes or Indian snacks and a 
good natter.  I remember how she made 
me feel: loved, special and good about 
myself.  Vandana loved and was loved 
greatly; surely that’s the best thing, the 
most important thing.  Hearts, kidneys 
bodies are temporary....love is eternal.

David Myers, President 
of the RFHKPA

Vandana had been probably the longest 
serving member of the KPA committee. 
She had served the kidney community 
with enthusiasm and great credit for many 
years.  Apart from playing a big part in 
the decision-making of the KPA and play-
ing a key part in our sub-committee that 

decides the validity of grant requests, she 
spread the word about transplantation 
and organ donation in the wider commu-
nity.  This is something to be admired as 
there are not enough of our kidney family 
prepared to give up so much of their time 
to our cause.

Vandana was a special person and 
however much we will miss her, we must 
be grateful for the bonus years she had, 
thanks to her three transplants.  She has 
had to be very tough to endure the highs 
and lows that she would have experi-
enced on her kidney journey, and I know 
she rarely complained about the constant 
problems.

People talk too about the bravery that 
transplantees show but as many trans-
plant patients know, the reality is that it 
isn’t really a question of being brave. It’s 
a question of wanting to stay alive and if 
you want that, then there is no alterna-
tive.  Vandana had to go through with 
operations, regular and numerous clinic 
appointments and the never ending sup-
ply of medication to survive.  And when 
she had to undergo dialysis treatment, it 
would not have been fun.

Vandana lived that life for 40 years.  I’m 
sure Vandana and her sisters would say 
that to have got those bonus years was 
worth it.  It allowed her to share some 
great times with her family and friends 
and give back so much not only to her 
fellow kidney patients but also to those 
that wanted to know about Chronic Kidney 
Disease and the need for organ transplan-
tation.  Vandana will be greatly missed 
but defi nitely never forgotten.

Vandana with Caryl & Dudley Bryant 

during son Ben Bryant’s round the world 

trip (Hawaii 2003)

Vandana poses with “Elvis” at a KPA Summer Garden Party

Vandana with Caryl & Dudley Bryant 

during son Ben Bryant’s round the world 
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with Sarah Milne 
Lead Nurse Specialist Practice 

– Chronic Kidney Disease

1 When you were growing up, what did 
you most want to be when you were 
older? 
A travel photographer 
 
2 Where were you working before you 
joined the Royal Free?   
I worked in the Kidney clinic at Guys 
Hospital for the last 2 years but prior to 
that worked as a liver transplant coordi-
nator here at the Royal Free
 
3 What is your greatest achievement? 
Not sure it’s my greatest but running my 
fi rst 10k felt like a big achievement at 
the time
 

4 Describe yourself in three words. 
Fun, Positive, Determined
 
5 What is the best thing about your job? 
Having direct contact with patients and 

being able to make a positive difference. 
I also work with a fantastic team.

6 What can’t you live without? 
A coffee in the morning - I’m useless 
without it
 
7 Tell us something that might surprise 
us about you. 
As a teenager I was a member of the 
Scottish Gymnastics Squad
 

8 If you were singing karaoke, what 
song would you pick? 
Very doubtful to fi nd me singing Karaoke- 
I’m tone deaf.

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

10 What is your favourite thing to do? 
I love going to live music gigs with 
friends

9 If you could have a magic power, what 

6 What can’t you live without? 

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

10 What is your favourite thing to do? 
I love going to live music gigs with 
friends



18 RFHKPA APRIL 2016

Some of you, our haemodialysis patients, 
will recall taking part in a recent survey. 
The network I am a part of wanted to fi nd 
out what is important to patients, what 
works well for you from your experience 
of kidney services in London, and what 
could be improved.  We wanted to know 
about outcomes that matter to you and 
ways in which kidney services can help 
to improve your experience of care and 
your quality of life.  About 100 Royal Free 
patients completed the questionnaires.
Here is my assessment of the responses.

“My kidney team treats me with care 
and compassion”
The fi rst important factor that came out of 
your responses is that Royal Free dialysis 
patients are very happy with the care and 
attention given to them by doctors and in 
particular, by nursing staff and the team. 
When asked to respond to “My kidney 
team treats me with care and compas-
sion” 91% of patients answered they 
either strongly agreed or agreed.

When asked to respond to “I am involved 
in decisions about my care” 86% either 
strongly agreed or agreed.
When asked to respond to “When it 
comes to my treatment, my unit encour-

ages me to do as much as I can” 90% 
either strongly agreed or agreed.
When asked to respond to “I am able to 
discuss how I feel emotionally with my 
kidney team” a lower fi gure of 61% either 
strongly agreed or agreed.
However, when asked to respond to 
“Patients help how services are run in 
my kidney unit” a low fi gure of 19% either 
strongly agreed or agreed.

ACTION POINT: This last question indi-
cated that our patients are not using the 
opportunity that exists to play a part in 
the communication between renal man-
agement and patients, which can be 
accessed through the KPA (Kidney 
Patients Association).

“There is a written plan for my ongoing 
treatment which has been agreed by me 
and the kidney team”
In response to this question, only 49% 
said “Yes” and 51% said either “No” or 
“Don’t remember/unsure”.

ACTION POINT: It’s important that our 
patients are at the centre of decisions 
and understanding of the priorities for 
their care.  The overall plans for any 
patient’s care are agreed during the 
regular clinic appointments and are de-
scribed in the consultants’ letters which 
are sent to your GP and copied to you.  

To improve this the renal team should 
consider restructuring this information 
to be more relevant and informative for 
patients.
“Do you know how to access ‘Peer 
Support’?”
It is helpful to share experiences with 
other patients.  When this is arranged 
formally it is sometimes called ‘Peer 
Support’.

When asked to respond to the above 
question, only 5% said that they had ac-
cessed peer support. 27% said they
were aware of the programme and 68% of 
patients were not aware of peer support. 
The renal unit has plans to re-invigorate 
the programme which has probably suf-
fered from the loss of nursing staff that 
were previously involved but have left 
the Trust.  So we are likely to see more 
promotion of peer support in the coming 
months.

ACTION POINT: For Peer Support to be 
successful, our Royal Free doctors need 
to engage dialysis patients to represent 
their unit’s patients.  It’s only the doctors 
who know the patients well enough to do 
this work.  Selected patients could also 
work alongside the KPA with regard to 
passing on patients’ concerns.

Improving experience for kidney 
patients in London

By David Myers,  Member of the London Renal Strategic Clinical Network
ages me to do as much as I can” 
either strongly agreed or agreed.
When asked to respond to 
discuss how I feel emotionally with my 
kidney team” 
strongly agreed or agreed.
However, when asked to respond to 
“Patients help how services are run in 
my kidney unit”
strongly agreed or agreed.
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“Do you get help from experts other 
than doctors and nurses? (eg. dietitians, 
counsellors, physiotherapists or 
pharmacists)”
When asked to respond to the above 
question, only 55% said that they got help 
from more than one expert.  24% said 
they had received limited help and 20% 
said they had no help.

ACTION POINT:  The renal team has 
worked hard to provide and expand the 
additional services that renal patients 
need such as Citizens Advice Bureau, 
dietetics and clinical psychology but it’s 
clear from these results that though we 
have them in place, patients are not 
always aware of the services and are not 
accessing them as much as they would 
like.  We need to increase the profile of 
the services offered so patients can get 
the best out of the services on offer.  
There are plans to produce a detailed 
information booklet to make all patients 
aware of what services are available and 
how to access them.

“I have been asked questions about how 
kidney disease affects my life”
51% of respondents answered “Yes” with 
the rest answering either “No” or “don’t 
remember/unsure.”

ACTION POINT: The renal team members 
take great pride in delivering holistic 
care and this is a really disappointing 
result making it clear that they need to 
change the focus of clinical meetings with 
patients to focus less on explaining the 
detailed medical issues and more on how 
having kidney disease affects everyday 
life and how the team might help to 
improve that. 

“Have you seen results from surveys 
about the care you receive?”

When asked this question, only 16% said 
“Yes”, 14% said “don’t remember/
unsure” and 70% said “No” they don’t 
see results.

ACTION POINT: We are already acting 
on this by producing this report.  The full 
results of all of the questions asked can 
be found by going to the following link. 
www.dropbox.com/s/unwva1mz2lr9v5o/
Royal%20Free%20Results-Jan%202016.
pptx?dl=0

The Renal unit pride themselves on the 
way they review the care they provide, 
finding areas where improvements can be 
made.  But it is clear from this question-
naire that the team don’t always share 

this with patients.  Constantly reviewing 
how the Royal Free are doing compared 
with other renal units ensures that it is 
one of the highest performing trusts in 
the country and the team needs to share 
this information with you more consis-
tently.

Final Comment
When I reviewed the comments made by 
our patients, there was overwhelming 
positiveness about the care and treat-
ment the renal team delivers.

There is a need for greater and more 
regular communication between renal 
management and patients.  The KPA can’t 
do that job because we do not have the 
manpower nor are enough of our kidney 
patients aware of what the KPA can do to 
help patients, or even know that it exists. 
The KPA needs more patients, in particu-
lar dialysis patients, to get involved and 
help spread the message.

Dr. Jenny Cross, Dialysis Lead Clinician 
told the KPA - 
We have listened to our patients’ con-
cerns around staffing  levels and because 
there is no standard, Janice Ward (senior 
matron for dialysis services), is leading  a 
pan-London review to look at the nurse/
patient ratio for renal dialysis services. 
Our dialysis population is ageing and be-
coming more frail and dependent and the 
medical and nursing needs are increasing 
all the time.  The recruitment of highly 
specialist renal nurses is challenging 
throughout the country and is particularly 
difficult in London.  We have a rolling pro-
gramme of ongoing recruitment that never 
stops.  We need to do more to explain 
and advertise to patients the specialist 
roles our nurses and doctors play in trying 
to better focus on delivering those as-
pects of kidney care that patients and our 
commissioners think are good markers of 
high quality care.

It’s clear from the responses that 
patients do not feel that we effectively 
listen to what is important to renal 
patients about their care. We need you, 
our patients, with your experience and 
knowledge, to inform service develop-
ment much more. There are lots of differ-
ent ways to influence development of 
renal services here at the Royal Free, 
but one of the most effective is joining 
the KPA because their voice is heard. 
Over the years, the KPA have been 
instrumental in redirecting our plans 
to provide services that work for our 
patient. The KPA helped choose the 
locations and lay outs of our new dialysis 
units, how we use transport, entertain-
ment systems in dialysis, supporting our 
education and information programmes 
and advertising what’s new and explain-
ing what is happening for patients using 
our service.  The KPA know what kidney 
patients want and need and if you want 
to help influence and improve services 
join them. We don’t always get it right 
and we can’t always deliver what you 
ask for but this close relationship is 
crucial to our mutual understanding of 
what we can do to make it work better.

Renal dietetic team

Renal psychology team
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All kidney patients and families, 
and nursing staff are welcome
Pick up points will be Royal Free Hospital and 
Tottenham Hale Kidney & Diabetes
Centre
Reservation fee: Adults £7 Children £3

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

RFHKPA 
Summer Day Trip

Sunday 17th July

Registration closes when coaches are full, or latest 17th June



Jenny Cross, Dialysis Lead Clinician, Royal Free London says

Play your part in 
influencing renal services development. 

Join the RFHKPA
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“We need you, our patients, with your experience 
and knowledge, to inform service development 
much more.  There are lots of different ways to 
influence development of Royal Free renal services, 
but one of the most effective is joining the KPA, 
because their voice is heard.”

“Over the years the KPA has been instrumental in 
redirecting our plans to provide services that work 
for our patients.  The KPA helped choose the 
locations and layouts of our new dialysis units, how 

we use transport, entertainment systems in dialysis units, supporting our 
education and information programmes and advertising what’s new, and 
explaining what is happening for patients using our service.”

“The KPA know what kidney patients want and need and if you want to help 
influence and improve services, join them.   We don’t always get it right and 
we can’t always deliver what you ask for but this close relationship is crucial 
to our mutual understanding of what we can do to make it work better.”

Contact the KPA at rfhkpa@gmail.com
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World’s fi rst 3D printing
used in life-changing kidney transplant

Surgeons at Guy’s and St Thomas’ have 
pioneered the world’s fi rst use of 3D 
printing to support the successful trans-
plantation of an adult kidney into a child.

Two-year-old Lucy Boucher, from Antrim in 
Northern Ireland, suffered heart failure 
as a baby when she developed supraven-
tricular tachycardia - meaning her heart 
was beating irregularly faster than normal. 
This resulted in her body, including her 
kidneys, being starved of oxygen.

Lucy faced the prospect of a 
lifetime of dialysis

Having undergone surgery to address her 
heart condition, Lucy faced the prospect 
of a lifetime of dialysis treatment due to 
her kidney failure but that all changed 
when she was referred to experts at 
Guy’s and St Thomas’ and Great Ormond 
Street Hospital.  They performed the 
transplant on 24 November at Great 
Ormond Street using a kidney donated by 
her father, Chris Boucher, during a proce-
dure at Guy’s Hospital.

Models of Chris’ kidney and Lucy’s abdo-
men were produced using Guy’s and St 
Thomas’ 3D printer so that the surgeons 
could accurately plan the highly complex 
operation to minimise the risks.  It is the 

fi rst time in the world that 3D printing 
has been used to aid kidney transplant 
surgery involving an adult donor and a 
child recipient.

Lucy’s father Chris, an assistant lay min-
ister, says:  “When I fi rst saw the models 
I was taken aback by the level of detail 

that’s in them. It really helped me get an 
idea in my head of what was going to 
happen.  My fi rst reaction when I saw the 
3D printout of my kidney was surprise 
at how big it was and I wondered how 
it could possibly fi t into Lucy.  Seeing 

the model of her abdomen and the way 
the kidney was going to be transplanted 
inside her gave me a clear understand-
ing of exactly what was going to  hap-
pen.  It helped ease my concerns and it 
was hugely reassuring to know that the 
surgeons could carry out such detailed 
planning ahead of the operation.”

Surgeons rehearse each step of 
the operation with 3D models
Based on measurements obtained 
through CT and MRI scans, the 3D 
printer produces a model of liquid plastic, 
moulded under ultraviolet light to replicate 
the body parts’ size and density.  This 
enables surgeons to assess the feasibil-
ity of the transplant and to rehearse each 
step of the operation with the 3D models.

Transplant surgeon Pankaj Chandak said the models gave an 
“additional layer of safety”
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Lucy’s surgery at Great Ormond Street 
lasted four hours and was led by Guy’s 
and St Thomas’ consultant transplant 
surgeon Professor Nizam Mamode.  
Mr Pankaj Chandak, a transplant regis-
trar at Guy’s and St Thomas’ whose idea 
it was to use 3D printouts, says: “Our 
exciting new use of 3D printed mod-
els to help plan highly complex kidney 
transplant surgery in children brings all 

sorts of important advantages for our 
patients and the surgical team.  The most 
important benefit is to patient safety.  
The 3D printed models allow informative, 
hands-on planning, ahead of the surgery 
with replicas that are the next best thing 
to the actual organs themselves.  This 
means surgeons are better placed than 
before to prepare for the operation and to 
assess what surgical approach will offer 

the greatest chance of a safe and suc-
cessful transplant.”

The transplant is life-changing 
for Lucy

Lucy’s mother Ciara, a teacher, says:  
“We found it amazing that we could see 
these incredibly detailed models of Chris’ 
kidney and Lucy’s abdomen.  Consider-
ing all the potential complications it’s 
fantastic that everything has gone so well 
– it’s a massive relief. The transplant is 
life-changing for Lucy.”

The transplant was a success and both 
father and daughter are recovering well. 
Previously reliant on receiving dialysis 
treatment three times a week, Lucy will 
now be able to start attending nursery 
next year.  Her older brother Daniel, five, 
is also looking forward to swimming with 
his baby sister for the first time as until 
now her medical condition has prevented 
her doing this. 

http://www.guysandstthomas.nhs.
uk/news-and-events/

A 3D printing machine like the one used to help with the operation

DIARY DATES 
KPA COMMITTEE MEETINGS
April 4th, May 9th, June 6th
All kidney patients and family welcome
Mondays at 7.15 pm
The Atrium, Ground floor, Royal Free Hospital

TRANSPLANT EDUCATION SESSIONS
For kidney patients and family
Tuesday 17th May 6.00 - 8.00 pm
Tottenham Hale Kidney Care Centre

Wednesday 27th July 6.00 - 8.00 pm
The Atrium, Ground floor, Royal Free Hospital

PATIENT EDUCATION SESSIONS 
For low clearance patients
Friday 22nd April 1.00 - 4.00 pm
Mary Rankin Unit, St. Pancras Hospital

Tuesday 10th May 1.00 - 4.00 pm
Tottenham Hale Kidney Care Centre

Tuesday 12th July 1.00 - 4.00 pm
The Atrium, Ground floor, Royal Free Hospital

KPA SUMMER GARDEN TEA PARTY
Sunday 26th June 1.30 - 4.30 pm
The Garden Room, North Bank, Muswell Hill 

Methodist Church, 28 Pages Lane, 

Muswell Hill, N10 1PP

Free for all kidney patients & families

SUMMER DAY TRIP TO HASTINGS
Sunday July 17th
Reservation fee: Adults £7 Children £3

Call/Text Nii Plange 07725 347 925 

Andy Forbes (Chairman)  01442 262767
Patricia Gooden (Secretary) 07415 212722
Jill Slann (Membership Secretary)  020 8886 1483
Louis Toussaint
(NKF & Edgware Representative)  020 8205 5682
Nii Plange    07725 347 925
Caryl Bryant  020 8411 6268
Jaycinth Ekineh
(Tottenham representative)
Bina Doshi    020 8440 0504
David Myers (President) email: r fhkpa@gmail.com

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



Sunday June 26th 1.30 pm - 4.30 pm
The Garden Room, North Bank, Muswell Hill 

Methodist Church, 28 Pages Lane, Muswell Hill, N10 1PP

Please come to the annual RFHKPA

Summer
Garden Tea Party

Sunday June 26th 1.30 pm 4.30 pm

Garden Tea Party

FREE ENTRANCE for kidney patients and families
Plus musical entertainment 
from one of London’s
brightest new talents
 Join us to celebrate the life of our   
 long-standing committee member 
 Vandana Sharma

Join us to celebrate the life of our   


