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CHAIRMAN’S WELCOME 

The hot topic of the moment is the upcoming DBA 

UK Conference towards the end of May (20th - 

22nd). Following some great feedback on last year’s 

conference, this year will be at the same venue and 

follow a somewhat similar pattern. However, 

we’ve taken feedback on board and hope you’ll 

find it even better this year. Find more about 

what’s in store in the article below. Please do make 

the effort to come: the vast majority of people 

who’ve come in previous years say they have found 

the conference very valuable. There will again be 

lots of activities for the children, but we also hope 

to see many adult DBA sufferers at conference 

again, after having 6 with us last year. 

On a different note, if you’re keen and are able to 

offer some time to help run DBA UK, elections to 

the committee will take place at the conference. 

I’d love to see fresh faces on the committee, so if 

you’d like to find out more, please get in touch 

with me. Stuart.Graham@diamondblackfan.org.uk

 This is Stuart! 
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The 2011 DBA UK Family 
Conference 

Friday 20th – Sunday 22nd May 

PGL centre, Caythorpe Court, Caythorpe Heath 
Lane, Caythorpe, Grantham, Lincs, NG32 3ER 

You can now book your place on the 2011 UK 
Family Conference. Following on from last 
year’s outstanding 10th anniversary 
conference, the 2011 DBA UK Family 
Conference promises to be another great event 
offering a chance to meet others affected by 
DBA and share experiences, hear more about 
DBA from medical professionals, and to keep in 
touch with what the charity is up to. The 
Annual Conference is a fantastic weekend for 
all DBA families. 

 

WHAT’S ON: 
As well as meeting other DBA families, there will be 
the possibility of meeting medical experts for 1-on-
1 sessions. Following feedback from last year, we’ll 
also be running breakout sessions for you to make 
contact with and learn from others whose 
experiences are similar to your own. 

 

The PGL Centre we are staying in will run organised 
adventure sessions for the kids (climbing, high-
wires, quad-bikes, archery and so on). For those of 
you new to the conference, and/or PGL, PGL 
centres are specialist places that run kids activity 
camps. This is handy as the adults (patients and 
parents) can then talk about DBA in peace! 

As well as the outdoor activities, we are also 
planning to run an age appropriate DBA session for 
the children, run by a professional, for them to 
learn, to share their experiences, and to bond 
better with each other.  

 

For younger children we are again running a crèche 
so adults can maximise the time they spend talking 
to each other if they wish. However, to address 
feedback from last year, this year, as well as having 
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the crèche staffed by PGL staff members, we have 
enlisted the help of professional nursery staff who 
have generously agreed to donate their time to run 
it. 

The accommodation will be in the new chalets we 
took over last year, and each family will get their 
own rooms. Please bring your own towels with 
you. Everything else including food is provided. 

The DBA UK Charity Annual General Meeting will 
also be held on Sunday 22nd May as part of the 
Conference. This includes a report on what the 
charity has been up to and there is an opportunity 
to elect a Committee for the following year. All 
committee posts are up for re-election this year, 
and new blood is really encouraged on the 
committee. Anyone with interest can speak with 
the DBA UK chairman, Stuart 
(Stuart.Graham@diamondblackfan.org.uk, 07590 
415148), for a confidential chat. Please note the 
constitution requires that nominations for election 
to the Executive Committee need to be received in 
writing by John Carty, the charity’s secretary, 14 
days prior to the AGM. 

 

You can arrive at Caythorpe Court any time after 
3pm on Friday 20th May. We’ll be there to greet 
you and give you a welcome pack. There will be 
games and fun to entertain us on Friday. If you 
can't make it on Friday, then please join us on 
Saturday morning when the conference begins in 
earnest. The conference will end after lunch on the 
Sunday. 

As ever, please bring with you any questions you 
have. It would also be greatly appreciated if you 
could being any DBA paraphernalia such as pumps, 
needles, drugs and other treatments to show 
around and help us learn from each other. 

We’re really excited about this year's Conference. 
If you are planning to attend, please book your 
places now, using the booking form at the end of 
this newsletter. You can eMail this to 
john.carty@diamondblackfan.org.uk or send it to 
John Carty, 371 Quinton Road West, Birmingham, 
B32 1QE. 

Directions to Caythorpe Court PGL Centre 
Travelling South on the A1 
At the A46/A17 junction (Newark on Trent) take 
the A17 for approx 10 miles then turn right onto 
Pottergate Road. 
Follow this for 1.5 miles then turn right onto 
Caythorpe Heath Lane. 
The Centre is on the left after approx 1/2 mile. 

Travelling North on the M1 
Take junction 21A for the A46. Follow this to 
Newark (do not take the A607 off the A46 as this is 
a slow windy road through lots of little villages). 
At Newark take the A17 and follow directions as 
above. 

From the North-West, take the M62 to the A1, 
then head south as above. 

From the South-West / Midlands, Take the 
M42/A42 until it joins the M1. At Junction 25 take 
the A52 towards Grantham. Take the A46 towards 
Newark. At Newark take the A17 and follow 
directions as above. 

Travelling North on the A1 
At Grantham take the A607. Watch out just north 
of Barkston where you have to take a left turn to 
stay on the A607. 
At Caythorpe turn right onto the Caythorpe Heath 
Lane. 
The Centre is on the right after approx 1 mile.  

The DBA UK Conference is made 
possible thanks to your donations 

to the charity. To all our 
fundraisers we say a big 

THANK YOU! 
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LIVING WITH DBA 

One of the challenges of living with 
DBA is keeping life as normal as 
possible and fitting in to everyday life. 
Another aspect is how all the medical 
treatments seem routine and normal to 
us. We all have tricks up our sleeve to 
make it all work for us. We’d like to 
share stories about how people cope 
with different aspects of life with DBA. 
Got a story to tell? How do you deal 
with chelation, medication, hospital 
treatments, school, work? Send it in.  
We’d love to publish it here in the 
newsletter.   

 

 

BROOKE’S TRANSFUSION DAY 

By Christine Castle 

Brooke is 5 years and 4 month. She has had 94 
regular transfusions and about 15 additional 
transfusions for other investigations. I look after 
Brooke dba and felicity non dba as mum and dad 
work,  so I do transfusion sort out and run. 

Our transfusion day starts the day before we go to 
hospital for blood, our nurse Rosie comes out to 
either my house or school to assess Brooke's port 
and take her blood for hb check and cross match. 
Then Rosie takes the blood to our local hospital 
sorts out how much blood is needed and sorts out 
with the ward what time they want us in the next 
day. It’s usually about 12.30.  Then later on that 
day she will phone me with Brooke's hb results, 
and confirm what time the ward wants us to arrive 
at. 

Rosie can ring anytime even as late as 
9.30pm.Rosie never stops working for our children. 
She’s an oncology nurse we had to fight to get her.  

She’s our life saver, now our transfusions go like 
clockwork. 

We’re transfusing tomorrow, 26/01/2011. Brooke 
will go to school for the morning, then I will pick 
her up from school at 12.45 as we have to be there 
at 1pm. I will leave Felicity with Granddad or 
Auntie Susie. We arrive on the  ward at 1pm, the  
nurse tell us which bed were in, we normally have 
the same bed every time. It the one Brooke likes 
and calls it her bed.  The nurses all know Brooke 
and know this, as it’s a day ward if, by some 
mishap, they have put someone in her bed she 
soon lets them know.  They all laugh at her and say 
she’s royalty. We put Brooke's own blanket on the 
bed, then they do her ops and put her name band 
on, check she’s accessed .  

Then they go off for blood and we head down to 
play room to say hello to Helen and Chris, our play 
leaders.  We've known them for 5 years. We let 
them know what we would like. It’s normally paint 
and paper, stickers and gluing. If they’re not 
around, I get it all ready.  Then it’s back to our bed. 
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About 1.20 now, blood arrives. It’s checked then 
we’re hooked up.  Brooke has obs every 15mins for 
the first hour. Then it’s every 30mins ‘til it’s 
finished. Brooke stays on the bed until it’s finished, 
unless she needs the toilet. I have never 
encouraged Brooke to walk around while hooked 
up so she’s happy to stay on the bed watching 
television or painting etc and eating.  She has 1 
unit of blood normally over 3 hours it finishes 
about 4.30ish. When it’s finished her machine 
bleeps. Her nurse will then switch it off go and get 
her saline and flush, then they check her desferal 
pump, disconnect blood, flush line and connect her 
penny pump, last check of temperature then off 

home for us.   

 

From day one I’ve always taken one of Brooke's 
own Disney blankets to put on the bed. And I take 
our snack bag full of the treats for Brooke and me; 
crisps, chocolate, drinks, fruit, sandwiches etc., as 
we tend to nibble.  As we've learnt food box's from 
hospital come at a set time so we miss lunch time 
and have gone home before tea time.  

I've learnt over the years to stay calm and be 
guided by want Brooke wants to do even though it 
may change between activities every 15 mins. This 
works best as it keeps her happy and contented 
which makes time go quicker. So even though I will 
have to swap between painting, gluing TV or eating 

many times, it’s a restful afternoon. We have a 
separate table for her activities so as not to disturb 
the nurses and her notes. This works for us, no 
tricks just relax and enjoy. 

It’s not always worked like this. For about the first 
3 years before we got Rosie we were always 
chasing the community nurses to check hb levels. 
Without our hemocue* Brooke would not be here. 
She often went down below 6 and we would have 
to get them in to sort out transfusions. Then when 
we got to hospital we had to calculate how much 
blood she had to have as no one had a clue, then 
we had to get her accessed then chase blood, then 
hook up. Transfusions used to take all day, we 
would arrive at 9.30 and not leave hospital ‘til 6 or 
7.  Sometimes it was very tiring spending a lot of 
time just hanging around. Once we got used to 
having to check levels ourselves we organised 
transfusions. So when we got Rosie and she did it 
all we felt blessed. 

*Hemocue make home blood test kits as well as 
other blood analysing devices. See www.hemocue 
.com to find out more. 

 

WHO IS THE “ROSIE” in your life? Our Rosie is called 
Nancy, she is the specialist haematology nurse at 
St. Mary’s Hospital in London and she is fab. She’s 
looked after us for 9 years since Saskia was first 
diagnosed and she is brilliant. If there’s a problem, 
or things are going slow she’ll sort us out. Without 
her, our life with DBA would be a lot tougher. I say 
give a big cheer for those special people in hospital: 
the unsung heroes who make things just that little 
bit more bearable.  

Nat Barb 

 

 

 

 

 

 
IRONY IS: 

Making your children eat their greens and 
then giving them chelation therapy 

Congratulations to Josh Fletcher, 
one year past transplant and on 

his way back to school! Well 
done Josh and all the family.  
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Working with DBA 

By Hayley Smith, lettings administrator 

 

Back in 2006 after being diagnosed with DBA, I 
never thought I'd work again, let alone hold down 
a full time job. As it turns out, a little bit of 
flexibility, an understanding employer and actually 
liking the job you do make it possible. 

Currently I go every 6 weeks between transfusions, 
it was every 7 weeks when I was only working part 
time, and it’s a simple enough arrangement, I just 
don't get paid for the days that I have off. I was 
sceptical about applying for jobs knowing I'd have 
to have so much time off and would be expecting a 
lot from an employer, but I was just honest in my 
interview, I took one of the DBA UK leaflets with 
me alongside my CV and covering letter, laid my 
cards on the table and said 'if you take me on, this 
is the situation and it won't ever not be this way'. 
They rang me two days later with the job offer. I 
wouldn't have wanted to work for a Company that 
passed it off as being 'fine', that would have meant 
they hadn't really understood the implications or 
worse, weren't really bothered. They admitted that 
it’s not ideal, but they were willing to work with 
me regardless. 
 
I admit there are days where it’s been an effort just 
getting out of bed, so on a couple of occasions I've 
stayed there, and called in sick, except I feel 
exceptionally guilty calling my manager to explain 

'I'm really tired today' it sounds ridiculous, but it 
would be far more ridiculous to drag myself into 
work looking (and feeling) like an extra from Dawn 
of the Dead and trying to be enthusiastic, alert and 
chirpy in a customer facing role. I did explain that it 
might not always be feasible for me to look 
immaculate due to the pretty unsightly desferal 
pump that adorns my work attire 3 times a week, 
but again, this was ok'd with a 'needs must' 
attitude. I'm yet to meet a customer who dare ask 
why I'm wearing a bum bag, and the day they do, 
I'll smile and say 'do you not read Vogue?' 
 
Although it’s hard and I sometimes wonder 
whether it’s worth it and should I reconsider if it’s 
the right thing to be doing, nobody ever gets any 
satisfaction from having an 'I can't' attitude. In all 
honesty, I'm a busy 25 year old, constantly 
knackered, and probably do a little too much, with 
the gym twice a week, working full time, travelling 
to and from my boyfriend’s house half an hour 
away, but I'm no more exhausted now than I was 
sat at home for 9 months doing nothing because I 
was told that's what I had to do.  
 
If I was still living on my own, having to keep a 
house and a full time job, the story may be very 
different, but I'm lucky that I now live back at 
home so I get my 
washing/cooking/cleaning/ironing done for me 
(thanks Mum!), and whilst I have the opportunity 
to not let DBA stand in my way, I'm going to grasp 
that opportunity with both hands and go with it 
until I'm ready to decide that full time isn't 
feasible. For now though, I've been offered a 
management position at the Company I worked for 
at the time of my diagnosis. The fact that they 
believe I can do the role and have offered me the 
job with hours to suit me, proves that I am more 
than capable of living a 'normal' adult life and that 
a little compromise goes a long way to making 
things work.  

 

  IRONY IS: 

Making your kids eat their greens and 
then giving them chelation therapy. 
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Here comes the science bit..... 
 
NEW GENE THERAPY TREATMENT 
CURES THALASSEMIA PATIENT 
By Natalie Barb 

 
In summer 2010 a thalassemia patient was cured 
of his need for transfusions thanks to a cutting 
edge treatment known as Gene therapy. The 21 
year old man suffering from β-thalassemia has now 
not needed a transfusion for over two years and is 
pursuing a career as a full-time cook. Before this 
treatment the patient had been transfusion 
dependent since the age of 3. People with 
thalassemia have a faulty globin gene that causes 
problems with their production of haemoglobin, 
leaving them anaemic and requiring transfusions 
and treatment very similar to DBA patients. The 
patient was also receiving chelation therapy 5 
nights a week. 
 
The process involved taking some of the patient’s 
bone marrow and treating it in the lab to replace 
the faulty gene in every cell of the marrow with a 
corrected one. This was done by “infecting” the 
cells with a specially developed harmless virus. 
Infection with the virus simply will insert the row of 
chemicals that make up the corrected gene into 
the bone marrow cells. Once changed, the new 
cells should contain a corrected gene that will then 
produce healthy haemoglobin.  
 
The rest of the treatment is similar to a bone 
marrow transplant. The patient receives 
chemotherapy to remove all of his faulty bone 
marrow from his body. Then the new cells are 
returned to the patient in the hope that they 
would then take over from the faulty bone marrow 
and produce healthy amounts of haemoglobin. 
After gene therapy, it took about a year for the 
patient to stop needing transfusions.  
 
It’s exciting news, but with only one positive 
outcome so far, doctors are far from being able to 
say the treatment is definitely effective and, very 
importantly, safe. The scientists must still spend 
several years testing the procedure. Their next step 
is to recruit further 9 or so candidates for the trial, 
some of whom will have β-thalassemia and others 

will have sickle cell anaemia (which also is the 
result of a faulty globin gene). 
 
Gene therapy was once heralded with great 
excitement 20 to 30 years ago, but there was a 
series of unfortunate events in the 1990s where 
patients developed leukaemia and one, 18 year old 
Jesse Gelsinger, famously died from an extreme 
immune response to the treatment in 1999. 
It’s an incredibly complex area of science:  it’s not 
just that the scientists have to replace the faulty 
gene with a corrected one. Even if you succeed in 
replacing the gene, there are further difficulties in 
making sure the corrected gene can effectively do 
its job. And side effects are a major issue. There is 
specifically a worry that the therapy could 
accidently activate other genes that trigger cancer. 
To assess this, doctors will need to monitor the 
patient’s health long-term. 
 
Dr de la Fuente, Consultant Haematologist at St 
Mary’s Hospital, London says of the news. 
“This is very interesting research, and we are 
watching it closely but it will be at least 10 years 
before we can be sure that  this really is an 
effective treatment.” 
 
Although DBA patients receive similar treatments 

to thalassemia and sickle cell anaemia patients, the 

gene at fault in DBA is not always known. Gene 

therapy is not an option until you know which gene 

you need to replace. A similar treatment for DBA is 

a lot further off,  but not an impossibility.  

 

PUBLICATION WATCH 

This space was saved for list of recent medical 

research publications relating to DBA. But to list 

just the research published since last November 

would take up a whole page! A lot of it seems 

very technical, but if you want to keep up with 

what’s being done, you can always see what’s 

being published by searching on the PubMed 

website: http://www.ncbi.nlm.nih.gov/pubmed. 

It’s good to see how much work is being done 

relating to an “orphan illness” like DBA.  

http://www.ncbi.nlm.nih.gov/pubmed
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LINKS AND 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 

 

WANTED: YOUR IDEAS AND ARTICLES: 

We hope you’ve found this newsletter interesting 

and relevant. Please let us know if you have any 

ideas about what you’d like to see in the 

newsletter and also if you’d like to write something 

yourself. It would be great to hear from you and 

learn about your experiences of DBA, or 

fundraising for DBA – maybe just send in your best 

jokes. After all laughter is a great medicine. 

  
 

BLOODY FACTS 

 One ml of blood contains around 5 
billion red blood cells. 
 

 The average red blood cell lives 120 
days. 
 

 Two million red blood cells die every 
second. 
 

 Your blood takes a very long trip 
through your body. If you could 
stretch out all of a human's blood 
vessels, they would be about 60,000 
miles long. That's enough to go 
around the world over twice. 
 

 The kidneys filter over 400 gallons of 
blood each day. 

 
 Blood is such a good stain that 

Native Americans used it for paint. 

http://www.dmaf.org/
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Diamond Blackfan Anaemia 

UK Conference 2011  

Friday 20th to Sunday 22nd May 

 
Booking Form 

 

Venue:  
PGL at Caythorpe Court 

Caythorpe, 
Grantham 

Lincolnshire 
NG32 3EP 

 
 
Name:       
______________________________________ 
 
Address:     
 
______________________________________ 
                   
______________________________________ 
 
______________________________________ 
 
 ______________________________________ 
 
Telephone:  
Daytime_______________________________ 
  
Evening ______________________________    
 
Email Address:  (important)  
 
 ______________________________________ 
 
 
 
 
 
 
 
 

 
 
 
Please list the names of all those attending below: 
 

Name Age (if under 18) 

  

  

  

  

  

  

  

  

  

 
DBA Connection 
______________________________________ 
 
Special requests for Rooms 
__________________________________ 
 
Special Dietary requirements 
_________________________________ 

The annual conference is a significant cost to DBA 
UK: over £120 per person which is over £10,000 for 
the whole event. We’d like each person coming to 
try to donate something back, and would suggest 
at least £20 per person although we’d be happy to 
receive anything closer to the full cost if you are 
able. These donations are not obligatory, however, 
and we’re primarily keen to get as many DBA UK 
members to the Conference as possible. If you feel 
you are unable to contribute then please just bring 
yourselves and prepare for what should be a fun, 
interesting and rewarding weekend for all. 

Please return this form to:    
John Carty, Secretary, DBA UK 
371 Quinton Road West 
Quinton,  
Birmingham  
B32 1QE    
 
Or email your requirements to John Carty at 
john.carty@diamondblackfan.org.uk 
 


