
 

From the Chair…Conference 2007 
 
We would like everyone to have their say in what they would like from this 
year’s conference.  We are asking that you put your ideas to Louisa as soon as 
possible. We wondered if you like things the way they are or would prefer more 
interacting time, for parents to talk?  
 
We must have the AGM.  Would having a guest speaker session that everyone 
can attend, and a series of repeated talks in a small side room which would 
allow people to attend whichever sessions they fell comfortable with. The main 
room could then be used as a longer getting to know you session.  
 
Please let Louisa know your thoughts by e-mailing her on 
mamakitty1973@yahoo.com  or by posting on the DBA(UK) site. 
 

Growth Charts 
 
The World Health Organisation (WHO) is to issue new guidelines on measuring 
babies’ growth rates. The current child development charts are based on 
studies of formula fed babies from more than 20 years ago when everybody 
thought that big babies where all healthy babies. The latest study found that 
these babies target weights were between 15 and 20% too high and could help 
explain why the generation that used them often suffers more than previous 
generations from obesity through over eating (not health reasons). 
 

A good phlebotomist is worth their weight in gold 
 
I remember that sinking feeling well, the Paediatric SHO or nurse digging in 
with a needle for the fifth time, bruise welling up. My child screaming-“I’ll be a 
good boy”. Me, trying to resist shouting above the din, for it all to stop. On one 
such occasion I took my son from our local A&E to a different A&E in the middle 
of the night as I knew the SHO was not going to have any success taking blood 
and the Registrar would not have a go, as in her opinion the SHO was perfectly 
capable. Of course, first time at the second hospital, five seconds and it was 
done. 
 
These days we have a fantastic Paediatric Phlebotomist at the local paediatric 
day hospital (although Monty is convinced she is a doctor).  Her name is Vicki.  
Over the past 3 years she has hit the vein first time, every time, she counts to 
five with my son and its over.  I would have changed hospitals if it wasn’t for her 
skills and patience (especially with me!!) 
 
So what makes it so easy? Monty has built up a relationship and routine with 
Vicki. He has an extra drink in the car on the way to the hospital-hydrated veins 
are easier to hit. He gets time to play before having blood taken. This allows 
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him to heat up on winter days and gets the circulation going.  Vicki has built up 
a relationship with Monty. No one else is ever allowed to take his blood 
routinely, so he knows what to expect and he trusts Vicki completely. If Vicki is 
going on holiday, I try to catch her before she goes and when she comes back. 
Every time, it is the same routine, from seats in the same place to counting 
together. No anaesthetic creams are used. Some creams actually work by 
constricting the blood vessels - and Monty hates the sensation of having the 
cream on. It is always worth checking what preference the person taking the 
blood has. No good making their job more difficult. Afterwards Monty gets to 
choose a plaster or tape and cotton wool to cover the site. He also gets to send 
the sample to the laboratory through a system of tubes which suck the sample 
up! All good fun when you are 3 years old. He then gets to go back to the 
playroom, so by the time we have left the hospital the only thing he is upset 
about is leaving a favourite toy or new friend behind. 
 
 For longer procedures watching a DVD sometimes helps.  
 
Has anyone out there got any tips on what works best for them? How do you 
amuse your child during a transfusion? 
 
Eileen 
 

Money 
 
Every year, millions of pounds worth of benefits go unclaimed, including 
Working Families’ Tax Credit worth the equivalent of £41.66 for each family 
each week. This is £2,200 a year. It is important to know which benefits you are 
entitled to. Further information can be found at  http://www.hmrc.gov.uk 
 

Fundraising 
 
We are a small charity with a small membership. As a group we need to keep 
fundraising to finance our activities, such as next years family conference, the 
national phone line, website and research at St Georges hospital going.   
 
As our children grow we want to ensure that they have others to turn to for 
friendship and support. DBA (UK) needs your help to ensure that the group 
continues. Please consider fundraising or donating your time.  
 
We are looking for people to sponsor the cycle team that will be doing the 
‘Coast to Coast’ again next year, all potential sponsors to contact me with their 
pledges.  
 
Many thanks 
 
June.KYNOCH@edhcc.ac.uk 
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 From  proud family members 
 
Many of us have children just starting school or nursery for the first time. As 
DBA parents we worry about our children’s safety and welfare, them being 
over-tired, or not getting enough of the right kind of nutrition at school. On top of 
all of this we hope that they get a good education and the opportunity to 
succeed. Therefore, it was heartening for us to read on dbaukoutkasts recently 
that Becky has done brilliantly in her GCSE'S…..4 A* and 8 A's in the following 
subjects….  
 
Maths A* 
Statistics A 
English Language A* 
English Literature A 
Biology A 
Physics A 
Chemistry A 
Spanish A 
History A* 
Resistant Materials A  
Geography A 
Religious Studies A* 
 
Becky took Maths GCSE a year early, so she also took an additional maths 
course, similar to an AS level and achieved a C (The highest in her class). 
She is now studying 5 A levels at Worthing College: 
 
Maths with Mechanics 
Further Maths 
Chemistry 
History 
Spanish 
 
Karen, her mum, said “We are all so proud of her. It just goes to show that with 
hard work and determination our kids can achieve anything.” 
 
 
 …keep up the good work Becky. 
 
 
 

 E-mail addresses 
 
Do you want your own DBA email address?  We can now offer anyone who 
wants one, their own  yourname@diamondblackfan.org.uk email address.  These 
work best with outlook or outlook express, but we can also provide them with 
forwarding to your existing online (yahoo, msn, hotmail etc) account.  If you are 
interested, please contact Alan on alan.dewick@diamondblackfan.org.uk who will 
arrange it. 
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Recommended Websites 

 
http://www.girlguiding.org.uk/new/rainbows 
 
Girl guiding UK has launched a new website for its youngest members- 5 to 7 
years old, who can experience the web for the first time and download activities 
to do later. 
 
 
http://www.diamondblackfananemia.com  
 
This is an American site and has lots of useful information concerning all 
aspects of DBA.  It was put together by the wife of a young man with DBA. It is 
a useful starting point for friends and family who have to come to terms with a 
loved one being diagnosed with this rare condition.  
 
 
http://www.dbar.org 
 
The official website of Diamond Blackfan Anemia Reg istry of North 
America (DBAR)  

 
The Diamond Blackfan Anemia Registry of North America was established in 
1993 to collect accurate clinical and demographic data on DBA patients and 
their families. Headquartered at Schneider Children’s Hospital in New York, the 
DBAR is a research organization dedicated to acquiring, analyzing and 
disseminating information on Diamond Blackfan anemia to affected individuals, 
their families and medical professionals. The DBAR has collected information 
on over 400 patients in its database. Well worth a visit! 
 
www.diamondblackfan.org.uk  
 
This is DBA (UK)’s official website. The news section is updated at regular 
intervals, so even if you have seen it, it is always worth checking it every day to 
see what’s new. If you have any fundraising news or photos please send then 
to Alan on alan.dewick@diamondblackfan.org.uk 
 

Keep in touch 
 
Every member of DBA (UK) can have their say in the activities of this family 
support charity. Please do give a little of your time to write an article for the 
newsletter, fundraise or offer to organise a local event. 
 
Maybe you have come across some information that you would like to share 
with the group, a website, book or article that may help a few other members. 
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Diamond Blackfan Anaemia UK 

Conference 2007 

 

 

Every year DBA-UK organises a conference to give families the chance to get together. This is 
frequently the only time someone affected by this rare condition will get to meet others and 
discuss the differing ways of dealing with the condition.  

This year is no exception and the conference will be held at - 
Thistle Hotel (Edgbaston)  
Hagley Road,  
Birmingham B16 9RY 

Saturday 24th to Sunday 25th March 2007 

Please complete and return this form as soon as pos sible to if you would like to attend. 

Name:         

Number of places requested: 

 Adults:   Children:   (Please provide children’s ages) 

 

 Number of rooms requested:    Single 

         Double / Twin 

         Family 

 DBA Sufferer:       

 

 Special requests for rooms 

 Special Dietary requirements 

It costs the charity approx. £10,000 to host this e vent every year, so we would request a 
donation towards the costs of the event if you are able to. 

Please return this form to: 
 
  John Carty – Secretary, DBA-UK 
  371 Quinton Road West 
  Quinton 
  Birmingham 
  West Midlands. 
  B32 1QE 


