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Jacquie leads a full and active life! She is 
a sailing instructor from Brighton, pictured 
here on board her yacht Windstrutter in 
the Sea of Cortez, preparing for new 
adventures in 2013!

Hi,

I am priviledged to be one of 
the Sports Patrons for Give a 
Kidney and would like to give 
you some amazing news.

A dear friend of mine has 
informed me that her brother 
donated his kidney to an 
unknown recipient.

I would like to take this 
opportunity to thank him 
for not only saving a life, 
improving someone’s quality 
of life, but also giving a family 
their loved one back, with hope 
for a brighter future.

This act of generosity has left 
me lost for the right words, 
amazed and full of hope for 
human nature.

I myself received a kidney from 
a generous person 25 years ago, 
but they weren’t alive to thank.

Now is the time to offer 
‘thanks’; however, mere words 
will never be enough for the 
gift of life he has given. 

Yours sincerely

Jacqueline Dowding  

I am very passionate about 
transplantation and believe 
it should be accessible to all 
people regardless of race, 
ethnicity, religion or socio-
economic status. 

The patient population 
of the Royal London is 
extremely ethnically diverse 
but it has become increasingly 
apparent to me that education 
and understanding of trans-
plantation is incredibly poor 
in those who do not speak 
English, and there are very few 
resources to provide information 
on transplantation for them. 
As around 55% of the patient 
population with kidney disease 
at the Royal London are from 
the Black and Ethnic Minority 
(BME) population, this is a significant 
proportion of the patients. Patients from a 
BME background represent around 28% of 
the patient population on the transplant waiting 
list (around 16% South Asian and around 9% 
Afro-Caribbean), but only 3% of the donors 
are from a BME background. The average 
waiting time for BME patients is around 30% 
longer on the waiting list from deceased 
donors (around three years for White patients 
and four years for BME patients). This is only 
likely to get worse with the projected growth in 
population and demographic shift to longer life 
expectancy in this country.

Thus encouraging 
live donation in this 
population is even more 
significant.  Educating 
the BME population will 
help boost the number 
of people willing to join 
the organ donor register 
and hence reduce the 
number of patients on 
the cadaveric waiting 
list. BME groups - the 
South Asian population 
in particular - often 
have extensive family 
and social networks 
with many of the family 
members being in their 
native country, which 
can often make these 
patients feel that their 

only option is to go back to their country of 
origin to get a transplant, when this is clearly 
not the case. It is very important to inform 
these patients that they can get transplanted 
here, even if their donor lives abroad, and 
explain the process and how this is possible. 
Some progress has been made in this area: 
five years ago eight patients from the Royal 
London End Stage Renal Failure BME 
patient population went abroad, to places 
like the Indian Subcontinent, to get a kidney 
transplant, yet in the last year only one patient 
went abroad to get a transplantation. However 

Mr Asim Syed is one of the Transplant Surgery Clinical Fellows working at the Royal 
London Hospital and is concerned about the urgent need for more education and 
information on transplantation for the BME Community in this country.

Transplant surgeon Mr Syed 
donated his own kidney into a 

pooled chain to benefit his mother

Give a Kidney’s first AGM & Conference 
was held in London on 19 January, and 30 
members braved the snow and ice to get 
there.  Acting Chair Chris Burns-Cox reviewed 
developments over the past year; Fred Kavalier 
and Paul van den Bosch talked about website 
and email issues; David Hemmings reported 
on Membership and resources available for 
speakers. There is also a range of materials that 
can be used by anyone willing to raise funds 
or publicise the charity. End of Year Financial 

Statements were approved, prepared by kidney 
recipient Chris Boustead, who was thanked 
for his free professional service. Following 
the appointment of Trustees, Lisa Burnapp of 
NHSBT reported on developments with altruistic 
donation (see page 4), and Di Franks talked 
about her website www.livingkidneydonor.
co.uk - on which an article will be included 
in the next newsletter. Nicholas Crace gave 
a presentation on the shortfalls of the charity 
which inspired debate and forward thinking. 

Annual General Meeting: brief overview
Continued on page 2...
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GIVE A KIDNEY SEEKS 
A PRESS OFFICER

The charity is looking for someone to take on the role 
of Press Officer. This will involve generating positive 
media coverage to raise awareness of altruistic 
kidney donation, laising with kidney donors in this 
respect and dealing with any media enquiries.  

The role is likely to involve no more than eight hours 
a week, but this will vary from month to month. In the 
first instance, please email your CV with a covering 
letter explaining why you are suitable for the role to 
the Administrator SuzannadenDulk@googlemail.com

On 15 November 2012, 
singer songwriter Charlotte 

Gordon Cumming gave 
a concert in aid of Give a 

Kidney.  The event was 
held at St Paul’s Church 
in Covent Garden and it 

was attended by about 200 
people. Charlotte was joined 
by a large team of vocalists 

and instrumentalists.  
Together they produced a 

marvellous musical evening.  
The concert resulted in a 

magnificent contribution of 
£2000 to the charity.

I was born in London and my brother, Tayo, 
was born in Lagos, Nigeria and raised by 
our grandma before coming to England in 
the early 60’s. In December 2011, he gave 
me some devastating news: he told me he 
had kidney failure, needed dialysis and was 
waiting for a donor kidney on the deceased 
donor list. Totally shocked, I immediately 
told him that I would donate one of my 
kidneys to him.  I knew I could live a normal 
and active life with one, yet as a black 
African, my brother could wait at least nine 
years for a kidney transplant - three times 
longer than the national average. Cultural 
and religious traditions stop many Black 
and Asian people from coming 
forward as donors, plus these 
ethnic groups are particularly 
at risk to diabetes and high 
blood pressure which can 
lead to kidney failure.  Being 
a donor for my brother would 
change his life significantly, it 
would give him the chance to 
be healthier and possibly live 
longer.

 I began my donor 
assessment process at Guy’s 
Hospital, London.  I had 

to have comprehensive medical 
examinations to make sure I was 
healthy and my health would not be put 
at risk in the future. Waiting anxiously 
for each result put me on an emotional 
roller-coaster and after all the tests, 
nine months later, my results revealed 

that I had a minor inflammation on one of 
my kidneys.  Because I have two kidneys 
my health was not at risk, but if I donated my 
medical team could not be certain whether 
it would cause a strain on my remaining 
kidney. So despite my willingness to still 
donate to the brother I loved, I was not 
allowed to.

 It was heart breaking not to be able 
to help him and I was constantly in tears 
as I daily observed him grapple with the 
challenges of dialysis. 

Today, transplants are so successful 
in the UK that a year after surgery 94% of 

kidneys in living donor transplants are still 
functioning well. I realise that this is partly 
due to the high standards imposed by the 
NHS as to whose kidneys can be taken. 
So there was comfort in that, and all was 
not lost as my daughters who were also 
close to their uncle offered to be tested to 
see if they were compatible donors.  Sadly, 
they too proved unacceptable matches for 
Tayo, though the ray of sunshine was that 
the medical processes revealed a severe 
genetic blood pressure problem, particularly 
with my elder daughter that may possibly 
have saved her life.  So we remain a very 
close-knit family and concentrate our efforts 
on campaigning for living kidney donation.

I offered to become my brother’s living kidney donor

Dela’s two daughters, 
Mo and Bimmi with 
their Uncle Tayo

Dela Idowu is the author of “More Than a Match,” which chronicles her 
and her family’s experience as potential living kidney donors. The book 
can be purchased on Amazon or at www.morethanamatch.co.uk

we have no idea how many patients 
have relatives in their native countries 
who would be willing to donate a kidney 
or know that this is even a possibility. 
There is still a significant amount of 
work left to do in this area.

I think it is important that we take 
the initiative and try and drive change 
to overturn some of these statistics or 
at least push them in the right direction. 
One way to do this is to engage these 
communities in their own language, 
with people from similar cultures and 
backgrounds, providing education and 
information about transplantation.    

(Also see article on back page)

... Continued from page 1



It was wonderful news to hear, at the 
AGM, that 59 people had donated a 
kidney to a stranger during 2012, a 40% 
increase over the previous year.  It was 
in some ways even better news to hear 
that as a result of the increasing number 
of people coming forward, NHS Blood and 
Transplant are reviewing the resources 
at transplant centres across the country 
and allowing for this in their strategic 
forward planning.  Give a Kidney can 
rightly claim a large slice of the credit for 
this.  It is remarkable to think that only two 
years ago many healthcare professionals 
regarded altruistic donation as strange 
and superficial to their main aims. This has 
clearly changed in a very big way.

Thank goodness the original steering 
committee took the realistic approach of 
working towards this change of attitude 
with the NHS before launching a big profile 
glitzy campaign that may have quickly 
attracted many more potential altruistic 
donors only for them to have been turned 
away or placed on long waiting lists.  Had 

this happened I believe that Give a Kidney 
would have been dead in the water almost 
from the start.

It is continuing this work towards 
change in the NHS procedures on altruistic 
donation that Alexis Clarke is embarking 
on a new research project focusing on the 
social and psychological aspects of the 
donor assessment process.  Already, we 
know that there is no common guideline 
for donors to follow and that the number 
of altruistic donations varies between 
transplant centres across the country.  I 
am pleased that I have been asked to be 
part of the research team, a role I see as a 
representative of Give a Kidney, not as an 
individual.  Alexis is a research associate 
employed by the Peninsular Medical 
School based in Plymouth, as well as 
being a long standing supporter of Give a 
Kidney.

The membership of Give a Kidney 
represents a rich pool of people involved 
in all aspects of altruistic donation, be it 
donors, recipients, relatives or healthcare 

professionals.  The experiences and views 
of all our membership can contribute 
greatly to this research and I would 
ask all of you to seriously think about 
getting involved.  Alexis is looking to hear 
your views about what you feel would 
be important research into the social 
and psychological aspects of altruistic 
donation, also if you have experienced 
any barriers or obstacles on your path to 
donate.  If you would like to be involved or 
would simply like more information please 
do not hesitate to contact Alexis or me.

David Hemmings
alexis.clarke@nhs.co.uk    
davidhemmings6@btinternet.com

My partner Julie and I are in the business 
of personal development.  We run NLP 
(Neuro Linguistic Programming) training 
courses aimed at bringing positive change 
to people’s lives and careers.

It was during Shrewsbury Folk Fest-
ival in 2011 that we heard a song that 
triggered a chain of events that 
has changed the course 
of someone’s life for the 
better. The performer, Anna 
Esslemont, explained how 
a stranger had donated 
bone marrow that had given 
her her life back. It was 
very moving, and I 
determined to look 
into becoming a 
bone marrow donor 
myself. Unfortunately 
I found I couldn’t 
because of a previous 
bout of sciatica, but a 
few months later I heard 
a programme about 
altruistic kidney donation 
on Radio 2 and became 

aware of the possibility to legally donate to 
a stranger. It set me thinking: if I couldn’t 
donate bone marrow, perhaps I could be a 
suitable kidney donor?

I discussed it with Julie, who supported 
my intention, and contacted the local 
kidney transplant co-ordinator. I agreed 
to go through the quite lengthy process 
of being thoroughly checked out to 
see whether I was suitable for kidney 
donation. Julie and I worked out the 
timescales to have a minimal impact on 
our business. This meant  the operation 

would be very near Christmas – but on 
the positive side it would make 

an amazing early Christmas 
present for someone. Once 

a suitable match 
was found, I was 
told minimal details 
of my recipient - ie 
gender and age - but 
now I had someone 
to imagine as the 
beneficiary and it all 
became even more 
meaningful for me.

I had originally intended for this to be a 
private journey, only telling family and close 
friends of my intentions but a few people said 
to me that they thought that being a bit more 
‘public’ about what I was doing may inspire 
others to do similar. I liked the idea that my 
single action could have such a positive 
‘ripple’ effect. So I started to post about it on 
social networks (facebook and twitter etc) and 
made a video capturing my thoughts about it 
all and posted it on youtube: http://youtu.be/
AEdncVkOlhQ  As a result, personal stories 
from others reinforced not only my decision 
to donate but to go public about it, because 
it’s prompted a few others to consider doing 
likewise.  Wow – how amazing!!!  The ripples 
could turn into positive waves that grow and 
grow! 

So it is done! I am now a kidney lighter 
and someone else is a kidney richer!

I am continuing to heal and recover well 
and I am taking a daily walk around our 
village, looking forward to getting back to 
driving and starting my daily run again. I am 
now keen to embrace 2013 and will continue 
to find more ways to make a positive 
difference as I go through life.

So it is done!
Still recovering from his operation, donor Tony Burgess increases his zest for life

Can you help with some research?

INFLUENCING 
THE INFLUENCERS
There is an All Party Parliamentary 
Group interested in altruistic donation 
and we should be involved, and should 
liaise with other kidney-related charities.
We’d welcome input from interested 
members - if you can help please contact 
SuzannadenDulk@googlemail.com
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Got any ideas for future articles or news you’d like to share?  Please send copy to vcalderbank@btinternet.com by 28th April 2013

Give a Kidney website and social media
An update by Fred Kavalier

Website activity
Since its launch in November 2011 the website has 
had 18,000 visits from more than 14,000 unique visitors. 
The peaks below correspond with the launch and major press 
coverage, but it averages out at about 1,000 new visitors per month. There is 
a forum linked to the website – please keep this lively by adding your comments.

Facebook and Twitter
We have a Facebook presence and a regular 
Twitter feed.  Whenever anything is posted 
on Facebook it is automatically posted on 
Twitter, and also appears in the Twitter feed 
on the Home Page of the website.  We have 
125 followers on Twitter, and over the past 
year we have posted 142 tweets. Please 
help by following and re-tweeting.

77.92% 
new visitors

22.08% 
returning 
visitors

As Joel Boyce for Care2 Trailblazers writes…
the number of people needing transplants 
every year is substantial, but the number 
of people who die every year and whose 
perfectly healthy organs are allowed to die 
and decay with the rest of their body is much 
greater. The organ shortage could actually 
be solved instantly, but unlike something 
like, say, world hunger, or climate change, 
the solution is not only known, it’s very easily 
accomplished.  Yet previous campaigns have 
failed to move enough individuals to take 
this simple step. Enter Sheryl Sandberg, 
Facebook’s Chief Operating Officer. It was 
a story in her college alumni newsletter that 
alerted her to the scope of the problem, and 
she realized it essentially came down to 
getting the word out - which is exactly what 
social networks are great at doing. It’s one 
thing to get people thinking about organ 
donation, it’s an entirely different story to 
immediately present them with an opportunity 
to alleviate the problem, and the easier you 
make it for someone to get involved, the 
more likely they are to do so.

In August last year, Give a Kidney’s 
newsletter invited Facebook users to share 
when and why they chose to become an 
organ donor on their Timeline, and if they 
wished, to add their story.  Just log onto the 
NHSBT Facebook page (facebook.com/
organ donation UK) and click on Health and 
Wellbeing to register, or visit the NHS’s own 
site. The NHS Organ Donor Register turned 
18 last November. Let’s encourage more 
people to join the register and use the power 
of friendship to save lives.

More signatures for the Register

Just a thought...

Man can only find meaning in life, 
short and perilous as it is, through 

devoting himself  to society. 
Albert Einstein

A multilingual patient education seminar at the Mile End campus was hosted by the 
Royal London Hospital on Sunday 9 December 2012, organized by Mr Asim Syed, 
of Royal London Hospital (see article on Page 1).  Four groups of patients (35-50 
people in each) were split into four seminars running simultaneously in different 
rooms in different languages: English, Bengali, Urdu/Hindi and Punjabi. The date 
was chosen so that publicity could particularly target big religious festivals prior to 
the meeting and encourage people from the BME community to come along.

Altruistic donor and GP Paul van den Bosch represented this charity and  reported 
that the event was well attended. Give a Kidney leaflets were given out and people 
encouraged to look at our website. Paul commented that perhaps the most useful 
function was to be there looking healthy after being a donor! 

Fred Kavalier would welcome input 
for the Give a Kidney website from 
interested members and would be 
happy to share responsibility for 
the website should anyone want to 
help. If you are that person, please 
contact Kavalier@btinternet.com

Getting the word out - in different languages

Altruistic donation: where are we now?
The NHS Blood and Transplant UK Strategy for living donor kidney transplant (LDKT) 
was launched a year ago. Prior to its launch, the number of living donors increased 
from 397 in 2002-3, to 1062 in 2009-10 but had started to ‘plateau’. The strategy aims 
to address this by increasing the number of transplants, without compromising donor 
safety; increasing transplantation before dialysis; and by developing the National Living 
Kidney Donor Kidney Sharing Schemes. 

The strategy includes improving availability across the country so that all areas are 
well-served, looking at donor and recipient safety and welfare, managing expectations 
of different cultural and circumstantial needs for both these groups. An altruistic donor’s 
kidney will always go to a high priority person on the deceased donor transplant list, even 
if there is a possibility of creating paired donations or an altruistic donor ‘chain’.

Transplant centres vary greatly in size, but all are now actively engaged with altruistic 
donation. There has been a cultural shift, signposting donors has improved and altruistic 
donation is now more usual then exceptional. 

In the National Living Donor Kidney Sharing Schemes, non-proceeding transplants 
after donors and recipients have been matched in the quarterly runs have reduced from 
50% in 2007-9 to 41% in 2010-11, but is still unacceptably high. There are a number 
of complex reasons why prospective transplants do not proceed and it is an area that 
NHSBT  are working hard to improve.              Lisa Burnapp, NHSBT


