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Introduction from the Chair 

Welcome to the DBA UK Autumn/Winter 

Newsletter. It’s been a busy time for the charity 

since our last newsletter. You’ve been very busy 

fundraising, and I’d like to extend warm thanks and 

congratulations to those of you, and your friends, 

who have excelled in your efforts. Most notable 

was the large number of people (over 25) who ran 

in this year’s Great North Run and raised money for 

DBA-UK. The total so far for that event alone is 

nearly £8,000, and money is still coming in. We are 

considering increasing the number of places we buy 

for next year’s race. Please take a look at the 

articles in this newsletter written by some of the 

brave souls who took part in the race.  

 
 
In this newsletter we also have an article written by 

Joe Fletcher, whose son has been through a 

successful bone marrow transplant this year. Whilst 

it's important to point out that DBA UK does not 

and cannot give medical advice, and you should 

always consult a medical expert for individual 

advice, I hope you'll agree that Joe's article is 

touching and informative. If you have any questions 

arising from this article, please do get in touch. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The charity itself has also been busy. We continue 

to review some medical research project proposals, 

with a view to potentially funding these. This 

review process has been a long one, but we hope 

we can bring you some good news soon. We are 

also reviewing our online strategy, since for so 

many members this is an increasingly important 

face of the charity. Also, planning for Conference 

2011 is already starting, so please take a look at the 

article concerning that, since we’re keen to build on 

the successes of this year’s event. 

 I do hope you and your families are well, and I look 

forward to hearing from you!    

Stuart Graham, 

(Chairman, DBA UK) 

 

 

 

 

NEWSLETTER 
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Letter from the Editor 

Hello and Welcome to all of you! I’m sorry you have 

had such a long wait for this edition of the 

Newsletter. I am now a full-time student, and have 

been getting to grips with my return to studies after 

15 years! I have to say, I’m enjoying the challenge. 

Jamie has now started Primary school, and is 

absolutely thriving. His intensive chelation got off to 

a bad start, but I’m pleased to say all is going well 

presently.  

As usual, there has been a lot going on behind the 

scenes at DBA-UK, as Stuart has mentioned, and the 

DBA-UK Family Conference 2011 planning is already 

underway. Please be sure to read the news 

concerning that in the New Year, and book your 

places early to avoid disappointment. 

eyed amongst you will have spotted the new DBA 

UK logo. This modification was made to better 

reflect the charity rather than the condition.

would appreciate your comments on this. As I 

always say: IT IS YOUR CHARITY!!! So please get in 

touch with your comments, feedback, 

questions…and anything else that you would like to 

share with us! We are always on the look

interesting articles for the newsletter, so please be 

sure to make us aware of anything you feel could 

be included in future editions. 

 I can be contacted via email: 

sarah.allen@diamondblackfan.org.uk
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It’s pleasing to see that the DBA

has been a little more active since the last 

conference. It’s an ideal avenue for discussing all 

things DBA. If you’re not alrea

you can join @ 

http://uk.groups.yahoo.com/group/DBA

Fundraising has been AMAZING this year, and we 

cannot thank those involved enough! If you would 

like further information on how you could raise 

money for DBA-UK then pl

our fundraising co-ordinator: 

june.kynoch@diamondblackfan.org.uk

Next on the agenda, of course, is Christmas!!! 

Seems a little early for Seasons Greetings…but 

here’s wishing you all a happy, 

New Year! 

Sarah Allen

(Newsletter Editor, DBA 
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june.kynoch@diamondblackfan.org.uk 

 

Next on the agenda, of course, is Christmas!!! 

Seems a little early for Seasons Greetings…but 

here’s wishing you all a happy, healthy Christmas & 

arah Allen 

(Newsletter Editor, DBA UK) 
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DBA-UK Conference 2011 ~ 

20
th

- 22
nd

 May 

By John Carty 

Dates  

Please make a note in your diaries of the dates for 

the 11th annual DBA UK Conference, 20
th

 to 22 

May.  Preparations are already well under way with 

Dr De La Fuente having agreed to be our main 

medical speaker again.  

Big Event 

We are looking to hold some kind of big fundraising 

event during the Conference. This is still at an early 

planning stage, and we would welcome any ideas 

that you might have for such an event. The event 

needs to be big and inclusive. Something along the 

lines of an attempt at a world record would be a 

suitable idea. People who don’t usually take part in 

fundraising events should be able to join in and 

participate in the event. We are in discussions with 

the venue about what that they might be able to 

help us with. 

Content 

There will also be a number of panel discussion 

sessions, similar to last year, where group 

discussion of issues will be encouraged. Topics for 

these sessions have yet to be finalised, so if there is 

something you feel we should discuss please email 

your ideas to me 

atjohn.carty@diamondblackdan.org.uk  

Dr De La Fuente has also offered to take part in 

brief private mini sessions with families. Although it 

will not be possible to discuss exact treatments 

(without the patients medical notes it would be 

unfair to ask) this will be an ideal opportunity for 

families to raise questions privately on subjects that 

are not covered in Dr De La Fuente’s  presentation. 

Venue 

The conference will take place at the same venue as 

last year, the PGL centre at Caythorpe Court, 

Lincolnshire.  

The children have a wonderful time and are so busy 

that the conference is not interrupted every 15 

minutes by hordes of bored children looking for 

their parents. We will be using the centre’s new 

cabins again this year which should allow us to 

house even the larger family groups together and 

everyone will have ensuite facilities. As last year, 

Crèche facilities will be provided, supervised by 

NVQ level 3 Nursery qualified 

staff, for the younger children. The committee are 

again hoping to organise a barbeque on the 

Saturday night so that we can all spend as much 

time as possible getting to know each other in a 

social environment.  

Booking 

Application forms will be available with the next 

newsletter, and hopefully on-line.  

John Carty 

john.carty@diamondblackfan.org.uk 

 

 
 

Have your Contact details changed 

If you have recently moved house, or changed 
your telephone number or email address, 
please don’t forget to let me know at 
john.carty@diamondblackfan.org.uk, 
so that I can update our records.  
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Corporate 

Fundraising:–  

We need your help!  
 

We’d like to say a big thank you to those of 

you who have nominated DBA UK to be a 

chosen charity for the company that you 

work for this year.  For a small charity like 

ours, every donation can make a real 

difference.  Just to be a nominated charity 

of a medium sized company significantly 

changes what we can achieve in the future 

so thanks to those of you who have helped 

to promote DBA UK at work. 

Can the company that 

you work for help us? 
As part of our mission to deliver support, 

research and hope to the DBA community 

in the UK we want to attract more 

corporate support to help raise money for 

DBA UK.  Many companies make regular 

donations to charities as part of their 

business, whether as part of a Corporate 

Social Responsibility program, by holding 

annual fundraising events or even just a 

raffle at their Christmas party. 

 

 

 

We are seeking funding for our annual 

conference, a new range of information 

leaflets, a UK patient registry, important 

medical research projects and more. 

Do you know a company that gives money 

to charity? Have you asked your friends 

about their employers? Do you want to 

approach your own employer but don’t 

know where to start?  

 

How you can help 
If you want to suggest a company who 

may be able to support us or if you feel that 

there is an opportunity for DBA UK to make 

contact with a company that you know, 

please contact our marketing officer: 

matt.filer@diamondblackfan.org.uk 

 

We will make a professional approach, 

including all the necessary information 

about DBA UK.  You may be asked to be 

involved too, but there is no obligation on 

your part. 

Remember that no opportunity is too small, 

so if you think you have a good idea to 

help with our corporate fundraising, please 

get in touch. 

 

Thanks for your support 
DBA UK Committee 
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Help DBA UK 

support you 
 

We are planning a makeover for our 

website and leaflets and need your help to 

make them look just right.  We want our 

new image to reflect our key message of 

Support, Research and Hope and we want 

our website and leaflets to look and feel 

reassuring, interactive and above all 

colourful. 

What better way to do all that than by 

featuring plenty of fantastic images of DBA 

patients and their families like these: 

 

 

To help us to put together a range of 

information sources that engage people in 

what we do, we need more images like 

these to really bring it all to life. 

 

 

If you have pictures that you would like to 

see on our website or on our information 

leaflets, please send them to our marketing 

officer: 

matt.filer@diamondblackfan.org.uk 

 

Thanks for your support 
DBA UK Committee 
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The Great North Run 2010 
By June Kynoch 

 

1981: Less than 5000 runners were expected to 

take part in the inaugural race – held on Sunday 

June 28 – and so organizers were astounded when 

over 12,500 applied and over 10,000 of them 

completed the first Great North Run. Local 

international Mike McLeod, three years before 

going on to win the Olympic 10000m silver medal, 

was the winner in 63min 23sec – 71 seconds ahead 

of Norway’s Oyvind Dahl! And former South Shields 

Harrier Karen Goldhawk of the Royal Air Force 

made it a great day for North East athletics winning 

her race in 77:3.  The run was billed as a fun run 

how things have changed.  Over the years a success 

of elite athletes have completed the run in various 

times. 

 

The 30
th

  GNR was won by  one of the world's 

greatest-ever long distance runners, Haile 

Gebrselassie, who made his debut in the Bupa 30th 

Great North Run, and left the field in his wake as he 

scorched to victory in 59:33 in difficult cold and wet 

conditions.  

The great Ethiopian had made a promise to race 

founder Brendan Foster several years previously 

that he would take part in the event's 30th 

anniversary staging and he didn't disappoint with a 

stunning piece of running, leading from around 

halfway and finishing almost two minutes ahead of 

Kiplimo Kimutai with Jaouad Gharib in third. It 

proved a great day for Ethiopia as Berhane Adere, 

the 2006 winner, scored a dominant victory ahead 

of the Portuguese pair of Ana Dulce Felix and 

Marisa Barros in an impressive time of 68:49. 

Britain's David Weir won the men's wheelchair 

event for the second year running (and his fourth 

overall) while Shelley Woods made it three wins in 

six years in the women's wheelchair race.  had 

another bumper year for the runners over 50,000 

took part in what is billed as the world’s largest half 

marathon.  

 

Some of our runners give their 

stories: 
 

What does Little Britain, the angle of the north and 

a 16
th

 century soldier have in common? The Great 

North Run of course! People connected to DBA UK 

ran to raise funds for the charity.  My mum and I 

took part this year even though we struggled to run 

for a bus! The atmosphere at the start of the run is 

fantastic with over 54,000 people taking part, we 

weren’t even in the queue line when the race 

started. Haile Gebrselassie had nearly finished the 

whole course by the time we crossed the start line 

45 minutes after the gun! But we were very proud 

to hear Ant and Dec yell out DBA UK twice as 

various runners with DBA T shirts ran past them at 

the start.   

 
 The only thing I remember about the course was 

“OMG I didn’t know it was this hilly” but the 

atmosphere as you run (or occasionally walk!) is 

amazing, with children lining the route handing out 

sweets and giving hi fives. As we approached the 5 

mile mark I was beginning to tire, so the organizers 

thought it would be funny to place a banner on a 

bridge saying “Tired? Train harder next year” which 

wasn’t the encouragement I needed as I felt like I 

was starting to die!  
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The huge array of funny costumes really keeps you 

entertained as you run, but I was a little 

embarrassed to have to walk while a group of lads 

in full army gear ran past with a banner stating they 

were doing 24 marathons in 24 days!! Totally put 

my efforts to shame! Now miles 7-11 are a bit of a 

blur of my mum dragging me round the course and 

some interesting music in the “Boost Zone “ at 10 

miles, which for a grand total of 30 seconds made 

me believe I could sprint to the end.(soon found 

out that was a bad idea!)  

 

Now we had very good intentions of sprinting the 

last mile, however as soon as I saw the sea at the 12 

mile mark my body assumed I had finished and 

didn’t need to work anymore; and walking soon 

became nigh on impossible! So every marker from 

1600m, 800m, 400m 200m we would say “start 

running at the next one” but I did run the last 100m 

and actually beat my mum by a second (although I 

think she did that on purpose!) After finishing my 

mum said “you know it wasn’t too bad I think I 

could keep running” which I was too out of breath 

to even reply to!! 

 

Now as I sit here 2 weeks later writing this article 

having a transfusion (with a HB of 6.9 I might add!) I 

would definitely recommend it to anyone! If I can 

complete it with a HB around 9 then anyone can!!  

 

The atmosphere is amazing and so far DBA UK has 

raised over 6000 pounds by online donations alone, 

let alone the sponsorship collected the old 
fashioned way! 

 

 So a huge well done to every brave soul who 

managed to get over the finish line. You are all 

stars!!!!! 

 
By Rebecca Dewick 

 

 

 

Great North Run 2010  

 

It was always going to be something special to 

participate in the 30th Great North Run and with 

two thirds of our party (Lee and Chris) having 

participated before we could sense that this one 

was a little different.  

 

From our home in South Shields we enjoyed a 

packed Metro ride with fellow participants, all a 

little nervous but smiles and good banter all round. 

We waded through a sea of discarded banana skins 

and old unwanted clothing to join the queues for 

the toilets and once the formalities were taken care 

of we made our way to our starting positions which 

were over a mile from the actual start. The 

atmosphere was fantastic and drummed up 

brilliantly by Alan Robson as always. From the huge 

overhead screens we could see that the lead 

women were already passing my house and I 

remember thinking "I can't win it now, I might as 

well just enjoy it". On crossing the start line we 

couldn't get close to Ant and Dec but we ran to 

compare Alan Robson with our chests puffed out so 

that our DBA logo's were well on show and 

screamed "DBA!!!!!" Alan was kind enough to shout 

through his mike "DBA" and hopefully the whole of 

the North East heard. 

 

The Red Arrows did their best to scare us as we 

crossed the Tyne Bridge but the watching throngs 

cheered our progress. There was often the 

temptation to dance along with some of the 

supporting bands but we focused our energies to 

keep on running. We may have been a little too 

keen with the free PowerAde and had to make use 

of our local knowledge for some unscheduled 

excursions in to the roadside foliage. 
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Lorraine suffered a brief tumble due to the sheer 

masses of runners avoiding cast off plastic bottles 

but her pace didn't slow. We plodded on through 

the clapping, cheering and the occasional sweaty 

handful of jelly babies (I ate some, I've eaten 

worse!) to our home town. Resisting the 

temptation to pop in to my house for a quick cuppa 

and receiving a welcome boost from our friends 

and families we made our way strongly to the home 

straight, passing one of our fellow DBA runners on 

the way (very tall chap but not big Dave). Despite 

the growing aches and pains we straightened 

ourselves up for a sprint finish and as we had 

planned, crossed the line together 

By Lee Hetherington, Chris Hetherington 

and Lorraine Hetherington. 

 

 

 

 

 

 

 

 

 

 

My GNR Experience 

I was absolutely blown away by the event and also 

the extremes of emotion which I experienced. 

Overall the weather was kind whilst we were 

running and if anything it was a bit too muggy for 

comfort. I was on the Tyne Bridge when the Red 

Arrows screamed overhead and by that time was 

just finding my stride. All was well until mile ten 

which I reached in 1hour 27 mins. Unfortunately I 

started to run out of steam at that point, as I had 

started a bit too quickly, participated in too many 

rounds of "oggy, oggy oggy" in the underpasses and 

high fived too many children on the way! The last 3 

miles were a struggle and I finished in 2 hours 6 

minutes which was a little short of my target time 

of sub 2 hours. 

 However I had a fantastic day, even if the last mile 

was especially tough and I am delighted that I have 

raised about £2,000 for DBA. 

 

By Jenny Clayton 
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Lee Hetherington raises £300 for 

DBA-UK!!! 

 

Here’s his story: 

Kilimanjaro was more of a whim than a plan. I was on 

one of my many visits to the Lake District when I passed 

a shop front "KE Adventure". There were various 

advertised adventure holidays but Kilimanjaro seemed 

to shout out to me. I signed up almost immediately. 

My mountain experience was limited to the peaks of 

Cumbria and granted I do know them well having scaled 

all of the highest peaks several times but nothing even 

close to the scale of Kilimanjaro. Although I keep myself 

in a decent physical shape it would have been folly to 

take Kilimanjaro lightly "The highest free standing 

mountain in the world". The training regime consisted of 

a lot of jogging and cycling (of course) but some ideas 

that may not sound so bright such as climbing snow 

covered Cumbrian mountains to see how well I could 

handle the cold. I'm ashamed to say that despite being a 

Geordie born and bred I did need a little more than a 

second T-shirt on a few occasions. 

 

So being well prepared I headed off to Tanzania and 

adventure. Flying to Kilimanjaro airport should have 

given me the chance to see the mountain in all its glory 

but we landed and travelled to the hotel at night so I 

missed out. I didn't get my first glimpse until the travel 

to the start point the following morning. It was almost 

surreal looking at the mountain with the clouds swirling 

around it and then in a brief moment above the cloud 

line the jagged peak of Mawenzi came in to view. 

It was almost difficult to understand how there could be 

mountain where there should only be sky. The scale of 

the  beast was frightening. 

 

After a quick sign in the climb begun, when I say climb I 

mean a really long slow walk. The guides would 

continually say "Po-lay po-lay" which meant slowly. This 

was to ensure that we would acclimitise gradually over 

the next 6 days. It also meant that we could take in our 

surroundings and enjoy the most amazing rainforest 

that surrounded us. We only carried small day sacks on 

our back yet were passed by our porters who must have 

weighed the same as a teenage gymnast yet were 

carrying as much a combat soldier. Their strength and 

stamina was amazing. These people were amazing and 

are large part of the true magic of Kilimanjaro, I honestly 

can't speak highly enough of them. 

 

We moved through rainforest into shrub land and 

despite the bush being an average of waist height we 

still managed to lose track of an elephant, I can only 

assume that they must burrow during the day. On to the 

alpine zone to camp at a dirty looking Mawenzi tarn. 

Despite it looking like a chemical spill our filters worked 

well enough to extract drinking water and more 

importantly fill our kettle for a cuppa. I took the 

opportunity to explore the local area as someone told 

me I would find snakes. It was much to my relief that I 

was unsuccessful as I discovered on my return that the 

most common snake in the area was a spitting cobra, 

great.  

 

We crossed the great saddle from Mawenzi to the Kibo 

hut through the dead zone. This was the first time I felt 

the great cold of the altitude and that second t-shirt 

came in handy. 

 We passed the remains of a crashed small airplane but 

nobody seemed to know the story behind it. We shortly 

arrived at the Kibo hut at the base of the Uruhu peak, 

Kilimanjaro's summit. A quick meal and straight to bed, 

the summit would begin at eleven in the evening in 

order to summit at six in the morning. We were woken 

from our slumber several times due to heavy hail and 

snow. We'd been plucked from Africa and dumped in 

Siberia, this wasn't going to be fun. 

 

 

 



Newsletter December 2010      

Head torches ready and the ascent began, despite six 

days of trekking we still had the equivalent of Ben Nevis 

left to climb and this was a climb, up the cone of the 

extinct volcano. Gilmans point at the top of the cone 

was reached and everything seemed fine. 

 

 
 

 I only found out later that several of our party had been 

forced to turn back. I myself then developed a really bad 

case of AMS (acute mountain sickness). Despite being 

delirious and falling asleep on the march several times I 

managed to drag myself to the summit. I do remember 

parts of the peak but there are still gaps I can't fill. The 

AMS was affecting me badly and had it not been for the 

guides I would have definitely died as I tried several 

times to try to go to sleep (this is what I was told, I have 

no recollection of this). I was ordered by the guides to 

get down immediately as they were worried for my 

health. Their worries were well founded as I lost the use 

of my legs on the way down, thankfully I made it back to 

my tent and was fine after a few hours sleep. 

 

It took a total of 7 days to reach the top but myself and 

a South African soldier called Johan managed the 

descent from Kibo to the park boundary in only 4 hours 

which was a distance of around 22km. Not bad 

considering I was almost dead a few hours earlier. I gave 

away a lot of my equipment to the guides and porters 

that supported me as there isn't a "Go Outdoors" in 

Tanzania and some of their kit wasn't the best for the 

conditions they work in. What cost me a couple of hours 

overtime to replace would have taken them a month of 

really hard work to buy. 

 

 

It may have been the whole emotional roller coaster of 

the adventure but it broke my heart to leave Tanzania 

and the friends I had made. My enduring memory will be 

of the people of the mountain, they have nothing yet 

seem to want for nothing. They smile constantly.  

 

I didn't set out with the intention of raising money for 

charity but as a lot of people were insisting on giving me 

donations I managed to rake in a quick three hundred 

pounds through Just Giving for DBA and a couple of 

hundred for Sure Start which my sister supports. 

 

By Lee Hetherington 

 

 

 

 

If you’d like to raise money for DBA-

UK, or would like ideas on fundraising 

then please contact us:  

By phone – Our info line is: 0845 094 1548 

Via Email – 

Junekynoch@diamondblackfan.org.uk 

By Post – 

DBA UK 

112 Monkton Road 

Minster-In-Thanet 

RamsgateCT12 5EU 
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Bone Marrow Transplant 

(BMT) for DBA 

By Joe Fletcher 

My son, Josh, had a bone marrow transplant in 

spring 2010. For him the process was very 

successful though minimal treatment is ongoing in 

the form of drugs. We expect he will be back at 

school very soon, free from transfusions, chelation 

agents and steroids. I'm not a medical expert, so 

can't give proper advice, but I wanted to write 

concerning some of the things I've learned about 

BMT since I know some of you are very interested. 

 

Bone marrow transplant is a medical procedure 

which is sometimes considered in the treatment of 

Diamond Blackfan Anaemia.  In simple terms it is a 

procedure in which the patient’s bone marrow is 

replaced with bone marrow donated from a tissue 

matched non-dba person. 

 

 

BMT is not risk free and is usually only considered 

for transfusion dependant patients, unless other 

underlying factors exist.  

 

A successful bone marrow transplant results in the 

new bone marrow producing red blood cells 

therefore ending the need for regular blood 

transfusions. 

 

To enable a BMT to take place a suitable donor 

must be found. Ideally this should be a closely 

tissue matched sibling.  Transplants from unrelated 

matched donors do sometimes occur for DBA, but 

entail greater risks that a sibling donor and, again, 

are usually only considered if other underlying 

factors exist. 

 

It is now possible to possible in Britain to obtain 

permission to conceive a child through an IVF 

procedure known as Pre-Implantation Diagnosis 

(PGD) whereby fertilised embryos, created by IVF, 

are tested to find the best match for the existing 

DBA child. The embryo which is the best match  - if 

a match is found – is them implanted in the womb 

and hopefully a pregnancy occurs.  My own son, 

Joshua, underwent a BMT in February 2010 using 

bone marrow donated from his sister who was 

conceived via IVF PGD. 

 

Before a DBA patient can undergo a BMT a number 

of tests have to be completed.  These are aimed at 

assessing the general health of the patient, what 

viruses and such like the person may be carrying.  

Also the iron stores of the body have to be assessed 

– a high iron level increases the risks of transplant.  

Sometimes intensive chelation therapy must be 

undergone to deplete bodily iron stores before a 

BMT can be attempted. 
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The first stage of the transplant process requires 

that the patient undergoes an operation under 

general anaesthetic to place a central line in their 

body. This is a device, usually placed in the chest 

which provides doctors with a means of 

administering drugs without needing to constantly 

access veins.  

 

Then the original bone marrow must be destroyed 

by nine or ten days of chemo therapy. The new 

bone marrow is then given to the patient.  This is 

done via the central line and looks just like a 

transfusion of red cells – almost an anticlimax 

really, as the patient is awake, aware and, in our 

case, unconcerned with what is going on. 

 

The patient will require red cells, white cells, and 

platelets to be transfused during the period after 

transplant as blood production will cease 

completely following the chemo therapy. The 

immune system is also destroyed in the chemo 

therapy so the patient becomes susceptible to any 

infection they come into contact with. 

 

It takes around three weeks for the new bone 

marrow to start to produce new cells. During this 

time, from chemo starts until white cell production 

begins, the patient must remain in hospital in 

isolation with only nurses, doctors and two or three 

dedicated carers ( usually parents ) allowed access 

to the isolation room.  This isolation period can last 

from five to eight weeks and sometimes longer. 

 

 

During this time the patient usually experiences 

nausea, weight loss, hair loss.  When the first new 

white cells appear these symptoms usually lessen. 

Red cells are the last of the blood production to 

come back on line.  The first day that the red cell 

count does not drop, but starts to rise, is a day you 

will never forget! 

When blood production gets to a sufficient level 

again the patient will be allowed out of the ward, 

first for a few hours, then overnight, then possibly 

for a weekend before being discharged. After 

discharge they will have to return to hospital at 

least twice a week for blood tests. As time passes 

the visits will drop to once per week. 

Post BMT patients are required to take a lot of 

drugs for at least six months following transplant.  

Eventually this will be reduced to only penicillin, 

which the BMT patient will have to take daily for 

the rest of their lives. 

 

 

BMT is not a quick or risk free process, and there 

are risks of long term ill health and death, so should 

not be entered into without a great deal of thought 

and expert medical advice.  A number of 

complications can happen, including a condition 

called Graft Versus Host Disease (GvHD).  This 

occurs when the new immune system sees its new 

body as alien and begins to attack it.  This condition 

can usually be treated but is serious and sometimes 

long lasting. 
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Bone Marrow Transplant:  

IVF PGD/PTT 

By Joe Fletcher     

FIND A DONOR  
� Sibling matches are best 

� Unrelated donor transplants more risky 

� Odds of conceiving a match naturally are 

one in four; 

              IVF PGD/PTT increase this to 98% chance of 

              a match being created 

 

PGD 
� Pre-implantation Genetic Diagnosis 

� Creating a match whilst screening out the 

disorder in the new embryo  

 

PTT 
� Pre-implantation  Tissue Typing 

� Create a match where it is impossible to 

screen out the disorder  

 

THE IVF PGD/PTT PROCESS 

� Ordinary cycle of IVF resulting in eggs being 

collected and fertilised in the test tube 

� Fertilised eggs are grown in the lab for 3 to 5 

days  

� A single cell is removed from each embryo 

for tissue typing 

� The best matching healthy embryo is 

implanted and a pregnancy ensues  

STEM CELLS 

� At birth the placenta is taken and cord blood 

harvested by trained nurses 

� Stem cells are separated from this blood and 

stored for use in a transplant 

RISKS? 

• For single births no increased risk over 

ordinary IVF 

• Small statistical increase in risk with multiple 

births 

• 2% chance that the new child will not be a 

match 

• Risk that not enough stem cells will be 

collected    

RED TAPE 

� All IVF PGD/PTT is regulated by the HFEA – 

� The Human Fertilisation and Embryology 

Authority 

� IVF PGD/PTT was NEVER illegal. It was 

simply against the HFEA’s rules 

� In 2008 Westminster enacted legislation 

cementing the legality of IVF PGD/PTT 

� DBA is still reviewed on a case by case basis 

BONE MARROW TRANSPLANT 

� A multitude of tests and scans are done in 

the months prior to transplant 

� One week before transplant begins a central 

line (Hickman Line) is inserted in the 

patients veins during an operation which 

necessitates a general anaesthetic 

� 9 or 10 days of chemo therapy to destroy 

the old bone marrow and the immune 

system 
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Pictured: Josh Fletcher receiving his bone marrow transplant 

DAY ZERO 

� Rejection of new bone marrow 

� Hair loss 

� Nausea  

� Vomiting and diarrhoea 

� Mucositis – inflammation of the mouth, 

throat, stomach, intestine and back passage 

� Veino Occlusive Disease (VOD) 

� Graft Versus Host Disease (GVHD) 

 

ENGRAFTMENT 

� Takes place between days 14 and 21 

� Neutrophils start to rise and the patient’s 

body begins to heal any wounds or skin 

lesions. Mucositis reduces and disappears 

� Eventually, red cell production starts 

 

 

 

 

‘THE REGIME’ 

� In hospital and afterwards –  

� No one with a cold or suspicion of any illness 

allowed near the patient 

� Strict hand washing 

� No tap water to drink – all water to be 

boiled first 

� All food cooked well. No reheated food 

� Multiple drugs 6 plus times per day for first 

6 months 

 

Pictured: Josh, with sister Jodie, just five hours after her donation 

 

Pictured: Jodie, One day after donation 

 



Newsletter December 2010      

Links & Further Information 
 

www.diamondblackfan.org.uk 
DBA UK Website 
 

www.diamondblackfan.org.uk/forum1.html 
DBA UK Forum 

 

uk.groups.yahoo.com/group/DBA-UK 
U.K based e-mail discussion group for DBA patients & families 
 

www.dbafoundation.org 
Diamond Blackfan Anemia Foundation, USA 
 

www.dmaf.org 
Daniella Maria Arturi Foundation, USA - Research for the cure of DBA 
 

www.diamondblackfananemia.com 
Diamond Blackfan Anemia & You - A site designed to educate about DBA 
 

www.reubenandfriends.org 
Childhood Blood Disorder Fundraising & Research 
 

www.ukts.org 
UK Thalassaemia Society 
 

health.groups.yahoo.com/group/blackfan 
U.S based discussion group for DBA patients and families 
 

www.rarechromo.org 
Unique - Rare chromosome disorder support group (Supporting & informing families of children with 

chromosome disorders in the UK and internationally, building the only database of its kind in the world to detail 

the lifetime effects of these disorders) 
 

www.chromodisorder.org 
Chromosome Disorder Outreach (CDO) - Education, advocacy, information & support for all those affected by a 

rare chromosome disorder 
 

www.caringbridge.org 
Caring bridge - Connecting the sick with their loved ones via a personal webpage 

 


