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Following on from the conference’

’ . Coast To Coast Bike Ride

At the 2008 Conference June Kynoch presented a cheque for ’ 6,500 raised
from her annual Coast-To-Coast bike rides.  This year alone this one event has
brought in nearly ’ 8,000. June organises the ride every year. The cyclists (and
support team) pay for their own accommodation during the trip so that every
penny raised in sponsorship goes to the charity. This event is so popular that
June usually has a waiting list of people wishing to take part, however anyone
wishing to be included on the 2010 list should contact her. Junes email is
june.kynoch@diamondblackfan.org.uk.

Here is June–s report into this years event -
The annual DBA cycle ride took place over the 9th, 10th, and 11th May, the ride started at Whiteheaven on a rather dull and
rainy morning, by lunchtime it was bright and sunny Friday morning.  After having breakfast the cyclists dipped their wheels
in the Irish Sea and then set off.  This year the route was changed to follow Hadrian“s Wall.  Setting off from Whitehaven the
route followed the coast to Silloth with stops at Workington and Maryport then along the Solway Firth in the Carlisle which
was a 73 mile ride.

Saturday morning everyone was is good spirits as they had enjoyed the new route so far.  Leaving Carlisle and our next stop
was Hexham this took in some very pretty scenery and our first stop was Brampton, where the support team met the riders
with some very welcome sandwiches and chocolate, then it was off again for the next stop at Vintalanda Roman Fort, where
the support team were waiting with Sandwiches, crisps, fruit and chocolate bars, which all went down very well.  Once
refreshed the cyclist set off for Hexham and our second stop of the ride.  Where the order of the day was a few drinks to
celebrate.

The final morning and all were feeling the last two days, all in high spirits as this was the final leg of our journey, which
went along the river Tyne passing Stephenson“s birth place and into Newcastle Quayside, crossing the Millennium bridge
and following the south side of the river down to South Shields where the weather turned rather nasty, then along to Roker
and back up the C2C route to Chester le street which was the end of our ride 174 miles and a lot of sore muscles, and a very
well deserved drink or two.

The weekend was enjoyed by all, and clasping their certificates, some of them with the words echoing in their heads that they
would do it again next year.  And others shouting see you next year.

June has next year–s ride already planned -
The plans for the annual DBA cycle ride for 2009 are complete with a few new cyclists  ready for the ride which will take
place over the 8th, 9th, and 10th May 2009.  This year the ride will be part C2C and part Hadrian“s Wall, starting as usual from
Whiteheaven and will follow the Enerdale cycle track to Penrith where accommodation has been booked.  On the Saturday
morning we will leave Penrith and head towards Carlisle to join the Hadrian“s Wall route, and on to Haden Bridge which is
our second night stop. I am sure everyone will be in high spirits, as Sunday is the last day of the ride.  We will leave Haden
Bridge after a good breakfast, and head towards Hexham and Swalwell where we will then divert along the Derwent Valley
track back on to the C2C route and end up at the Lambton Worm where everyone will have a well deserved drink.  We are
hoping that the weather will be good to all our cyclists, so please keep on wishing for good weather for that weekend.

If anyone would like to sponsor the team please feel free to contact June on the email above and she will add you to her
sponsor form.



DBA-UK Newsletter November 2008

’  Retirement of Sarah Ball
As the first conference since the DBA Study group had moved to
St Mary“s this was also our first chance to formally mark Sarah“s
retirement and show our thanks for all the years of tireless work
she has put into DBA.  After her presentation on the Sunday the
committee presented Sarah, on behalf of DBA-UK, with a set of
Garnet earrings in the tear drop shape of our logo. Sarah has
always taken the time to come to our conferences and it is with
great sadness that we say goodbye to her. In her own words she is
”stepping off the treadmill to spend more time with her family„.
She is still involved with DBA as she has been holding hand over
meetings with Dr Josu de la Fuente at St Mary“s and has been
”seconded„ onto his DBA Study group staff. Whether he will ever
allow her to completely let go is still open for debate– .

’  Dr Josu de la Fuente
As reported in the last newsletter Josu (pronounced Joe-zoo) was able to attend the conference on the Saturday and gave an
informative presentation which many people have referred to as ”Genetics 101„. For those who haven“t had a chance to meet
him yet we asked him to describe himself and his connections to DBA ‘

Thank you very much for welcoming me to DBA-UK. I hope I will be able to offer you all a valuable service
and continue to steer medical and scientific improvements in DBA in this country. In many ways I have had
very similar training and interests to Sarah Ball, whom as you know has now moved to St. Mary“s Hospital
(Imperial College Healthcare NHS Trust) to provide a bridging period.

As many of you would have guessed from my surname, I was brought up in Spain. After finishing medical
school,  I started training in Paediatrics working both in district and teaching hospitals: Ormskirk District
General Hospital, Lancashire; The Children“s Hospital, Lewisham; Hammersmith Hospital, Queen Charlotte“s
Hospital and Central Middlesex Hospital in London. Interests in life which are not always easy to explain, but
whilst working at the Hammersmith I became fascinated with disorders affecting blood production and stem
cell transplantation. I think it was a mix of the tremendous insight one can obtain about how our bodies work
form studying the blood and the very close personal contact I encountered looking after patients with this kind
of inherited conditions. I suspect I have gained more from patients and their families than what I have ever
offered. I realised at the time that I really had found out which area of medicine I wanted to work in.

Having completed the necessary exams to be a member of the Royal College of Physicians and the Royal
College of Paediatrics and Child Health, I changed track and started training in Haematology. I worked mainly
at the Hammersmith Hospital, St. Mary“s Hospital and Great Ormond Street Hospital. I also spent around four
years with a Medical Research Council Clinical Research Training Fellowship to study how blood production
is established in babies.

I was appointed as a Consultant Paediatric Haematologist at St. Mary“s Hospital at the beginning of 2006, and
I am now the Clinical Lead for Paediatric Haematology and Stem Cell Transplantation, and the Programme
Director for transplantation. I have now created a clinic for patients with DBA that I run in conjunction with
Sarah Ball. The stem cell transplant programme has a long history in transplantation for red cells disorders
(thalassaemia, Fanconi anaemia, aplastic anaemia, sickle cell disease, etc.) and more recently we have
successfully transplanted four patients with DBA.

I spend most of my spare time with my two boys (8 and 5 years of age). I love history, I persist with playing
the clarinet despite of been very bad at it because I am rather tone-deaf, and am a member of both the
Middlesex County Cricket Club and Maidenhead Rugby Club. At risk of been expelled from the support group
before you have ever meet me I own up to being a Liverpool supporter.
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Current Fundraising Activities
Webshop - www.buy.at/dba
When you buy online via a webshop the retailer knows which organisation recommended them and pays a
commission from the savings they make from their reduced marketing expenditure.  The buy at webshop
www.buy.at/dba contains an ever-growing number of retailers, many of which are household names, such
as Teleflorist, Thorntons, Marks & Spencer and John Lewis. All you have to do is shop online via our
webshop ‘ and we automatically earn money with every purchase. For example BT will give us ’ 30 for
every BT Total Broadband purchase made via our webshop.

There's no extra cost when you help us fund raise via the webshop. You will pay the same prices as shopping directly with
the retailer and there are often discounts exclusive to the webshop. This means shopping online can be secure, quick and
beneficial for you ands for DBA-UK

Remember, the more you use the webshop, the more commission we can earn!

Charity Challenge
Have you ever wanted to
• Climb Mount Kilamanjiro
• Walk the Great Wall of China
• Canoe the Amazon                                                               
Charity Challenge is the UK's leading adventure travel company, specialising exclusively in the organisation, leadership and
administration of inspirational fundraising expeditions. They operate more than 120 challenges each year for around 3,000
participants, and have so far helped to raise somewhere in the region of ’ 15million for over 950 charities. Expeditions
include treks, mountain bike rides, mountain climbs, white water rafting, sailing, horse riding & community challenges. They
take place in Africa, the Caribbean, Asia, Europe, the Americas and the Middle East. They cover three different difficulty
levels, ensuring there really is something for everyone.

How Does it Work
There are 2 ways of doing the challenges ‘
Self Funded - as the name implies you pay the full cost of the expedition yourself and promise to raise as much

money as possible for DBA-UK.

Minimum Sponsorship - you pay a deposit and guarantee to raise a minimum amount for DBA-UK. Providing you have
handed over 80% of this amount 8 weeks before you leave we pay the rest of cost of the expedition

Their website is  www.charitychallenge.com  so if you fancy a holiday with a difference, while raising money for DBA-UK
at the same time this is the place to visit.

Great North Run
Do you want to take part in the 2009 Great North Run (20 th September) and at the same time raise much
needed funds for the group. In 2008 we had 24 runners and like them the only thing we ask is that you
get yourself sponsored and donate all monies raised to DBA-UK for more details please email June.
june.kynoch @ diamondblackfan.org.uk

Sponsorship Made Easy - Justgiving
You spend hours before the event thrusting pieces of paper under peoples noses to get them to sponsor you. Then after you
have actually ran that race or cycled the length of the country you have to spend even longer twisting peoples arms to get
them to give you the money. Then you have to collate it all and send if off to DBA-UK. And the paperwork so we can claim
back gift-aid......
DBA-UK are now on  www.justgiving.com.  The site will allow you to create a web based sponsorship page that handles the
collection of monies and sorts out the gift aid for you. You spend 5 minutes creating the page, using one of their existing
templates, and then you can concentrate on actually doing the event rather than collecting sponsorship.

Ebay � Coming Soon Did you know that when you sell items on ebay you can nominate a charity to receive part
(or all) of the sale price.  DBA-UK will shortly be one of those charities, so have a look in
the attic and see what you have that you can sell. Watch the website for notification of
when this happens.
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Sam Buckley–s Charity Parachute Jump
Sunday 17th August 2008
After about an hour“s nervous drive to Bridlington, I made my way into the sky diving centre where the instructor says the
weather was clearing nicely and I should be the first one up!  I“m taken into the hanger to get into the very attractive
skydiving suit (!) and for my briefing.  I“m asked to wave to my friends and family and to inform them which colour
parachute to look out for, and I“m off!  It“s all happened so fast - no time to back out now!  I give a little talk into the camera
about the charities that I“m jumping for (DBA UK and ARC‘Antenatal Results and Choices) and it“s all go; I“m in the plane!

After what felt like an awfully long climb to 10,000 feet in a very small plane, I“m
firmly attached to the instructor and given the è all clear“.  I“m sat on the edge of that
little plane with all sorts of things going through my mind, and then that“s it, I“m
out! The fall was like nothing I have ever experienced in my life, it was like a drop
in a fairground ride, but much, much more exaggerated!  All I could think was, èOh
no, I can“t do this all the way down - I“m going to be sick!“  But after only a few
seconds, you seem to adjust, and the è freefall“ (at a speed of approximately 120
miles per hour) was just amazing!  It was the best part of the jump and I was
actually quite disappointed when, at approximately 5,000 feet, my parachute was
deployed and I was taken, quite sharply, back up into the sky!

After waving frantically to friends and family down below, and having a go of the ropes myself (briefly!), my instructor
landed perfectly, thankfully missing the rather large wet patch of grass!  The first thing I did, was give my two little boys a
very big hug and a kiss, I was so, so pleased that I made it!  My eldest little boy (3 years) then asked if he could jump out of
the plane next, and I thought to myself, èHe must have been proud of his Mummy!“

I wonder what I should do next ???

Book Reviews’
My Sister–s Keeper by Jodi Picoult             reviewed by Alan Dewick
ISBN-10: 034083546X ISBN-13: 978-0340835463

Nikki saw this book and knew I would want to read it because it covers the whole
”saviour sibling„ issue.

There are twists galore and without spoiling it for those who want to read it themselves
all I will say is do not read this book while on a train, or in public, it is emotional, it
WILL make you cry.  Even the author“s own son would not talk to her for hours after
completing the book because of the ending. Believe me you will not see the ending
coming.

Anna was conceived through IVF and PGD to be a perfect HLA match for her sister who has leukaemia.  Over the years
relapses have meant she has been called upon to provide bone marrow and blood products repeatedly.  Now her sister needs a
kidney and the teenager says ”enough is enough„ and sues her parents for the rights to her own body.

We see the story from everyone“s angle and it is obvious that the author has researched what it feels like to suddenly find
yourself in hospital while they try to work out what it wrong with your child.  Every parent in the group will recognise the
mother“s hospital scenes. Every DBA patient will recognise Anna“s sisters ”I just want it all to stop„ anguish.

When interviewed about the book Jodi Picoult said that she is in favour of stem cell research ‘ it can do so much good.  But
she really hit the nail on the head when she went on to say -

 … sometimes researchers and political candidates get so bogged down in the ethics behind it and the
details of the science that they forget completely we're talking about humans with feelings and emotions
and hopes and fears긔  like Anna and her family. I believe that we're all going to be forced to think
about these issues within a few years긔  so why not first in fiction? …

Again a warning about the ending. It“s a shocker.

My real concern is not the book however, it is the film to be released next year staring Cameron Diaz.  It will throw the
whole PGD issue back into the media spotlight, and we all know that the media will write what makes good copy, not
necessarily the truth.  The film is also rumoured to have a somewhat twee ending that the author is not happy about, but
Hollywood likes to make feel good films.
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Book Reviews cont’
Perfect Match by Jane Moore          reviewed by Hayley Smith
ISBN-10: 0434016861 ISBN-13: 978-0434016860

éI was looking forward to reading this book, and then I found
out about Ben's illness and the story hit a nerve. The
portrayal of Diamond Blackfan Anaemia was disappointing, as
a DBA patient myself, I felt that the author had not conducted
enough research in order to give the story justice.

In parts it was melodramatic, and in others simply too blase .
The actual story line was well written and was thought
provoking, if a little far fetched.

I was so disappointed that my personal experience ruined
what would have been an excellent book, and I felt a little
hard done by that what I feel is the most important aspect of
the story, the PGD followed by the stem cell transplant, was
rarely touched upon.

I had wanted this book for a while, not because it was about DBA, I didn“t even know this until I opened the book, but
simply because it sounded like a good read. When I did find out that the little boy in the story had DBA, I got excited and
hoped it would make the story more personal.

Unfortunately, my own insight into DBA ruined what would have been a brilliant story.

I found myself tutting and saying ”how ridiculous„ on a few occasions. I often had to remind myself that this author had little
or no real interest in DBA; she simply chose an illness which fitted in with her story.

Throughout the novel, the author was sympathetic towards parents of DBA children, but she relies on the gruelling regime of
the iron chelation far too much, very rarely mentioning the need for blood transfusions and the impact of these, and the
illness is referred to as ”a terminal illness„ that is ”eating away at Ben„, and I couldn“t help thinking that she hadn“t
researched the subject very well.

The primary storyline is a family who decide that PGD is their only option, and for them at least, this decision seems
straightforward. The catch is that Karen“s husband Joe is not the biological father. From here on in the story gets better, the
biological father is an MP whose wife is desperate for a child of her own, who unfortunately miscarries on the day that the
MP is called into the office to meet Karen, the mother of his ”sick lovechild„.

And so the story goes, a paternity test is done, the MP agrees to PGD, which results in two broken marriages but a happy
ending nevertheless, when Ben is cured and out of hospital within two weeks. Now I know this time scale is somewhat
optimistic to say the least, but the author is never going to drag out the PGD and the bone marrow transplant when all she
wants is a happy ending.

I somehow felt hard done by, a little peeved that the author had used DBA as a tool for a controversial story, but did not have
the courtesy to follow the family through the two most important processes in ”curing„ a sick child.

There is also the resentment between the saviour sibling and Joe, the duped father, this seemed a little overdone and it left me
feeling as though Joe should at least feel grateful that this little boy saved his sons life. The fact that the biological father
wants nothing to do with his two sons made this aspect of the story worse, it simply highlighted all of the times that the press
have assumed that ”saviour siblings„ serve their purpose then get pushed to one side, and I thought that the way she
portrayed this made it clear that she had in fact no idea what life was like for families going through, or considering PGD,
and confirmed my suspicions that she really did not research the subject at all.

What should have been a great story, left me feeling a little irritated at the author for not saying how things really are, and not
being realistic, but I shouldn“t have expected any more from a fiction story. Because of the subject matter, I couldn“t help
being anything other than hopeful that this story would catapult DBA into the forefront of the nation“s minds, and would
cause an influx of interest from empathetic readers. Unfortunately, because of the self obsessed characters and money
grabbing author, it will do none of these things.
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Conference 2009
In 2009 the conference will be held from Friday 22nd May until Sunday 24th May at the same PGL venue as last year,
Caythorpe Hall, near Grantham in Lincolnshire.  Last year the children had a wonderful time and were so busy that for the
first time in memory the conference was not interrupted every 15 minutes by hordes of bored children looking for their

parents. There will be even more improvements this year with better provision of entertainment for
the children who fall between the ages able to do all the activities but too old to be fully
entertained in the creche area. The later date should mean the weather is better, so the children will
not freeze to death on the outside activities. We have booked 160 places (last year we had to stop
at 144 and applications were still coming in). We will be using the centre“s new ”cabins„ which
should allow us to house even the larger family groups together (something we have never been
able to do before, even in hotels) and everyone will have en-suite facilities.

Creche facilities will be provided, supervised by NVQ level 3 Nursery qualified staff,
for the younger children

However, because of this there will be a cut-off date for applications and a refundable deposit
scheme. Most years a number of people drop out at the last minute and whilst some are
unavoidable because of medical issues, many are not and a lot of organisational time and work is
wasted.  This year everyone who does not wish to make a contribution to the cost will be asked to
provide a nominal ’ 10 deposit, in an envelope with the family name on
it, that will be returned to the family when they arrive at the venue. It
will never be cashed unless you do not show and even then, if the

committee deems your reason valid, it will be returned to you.  You can even pay it by post dated
cheque. The committee stands by its intention of providing a free conference for all members and
this scheme will ensure that no-one who attends has to pay a penny.  It costs the charity
approximately ’ 100 per man, woman or child to host the conference and this scheme will
hopefully make people think twice before wasting that expenditure.

The Last Word

Has to be to say „thank you£ to the friends and family who suggested DBA-UK as a legacy beneficiary. The family wish to
remain anonymous, so we cannot say more than you know who you are. To date we have received a cheque for ૧ 40,000 and
the solicitors tell me there will be another for our share of the sale of some property, which could bring the total donated to
close to ૧ 100,000. As we are expecting proposals for research from Josu, as soon as the relevant ethics committee say ok,
this money could not have come at a more opportune time.


