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SPRING 2010 NEWSLETTER 
 

 
Introduction from the Chair 
By Stuart Graham 

 

Welcome to the final newsletter before Conference 2010, the 10th Anniversary 

Conference. I’m excited by the prospect of this year’s conference, and look forward to 

meeting many of you there. I’m keen to hear from any of you with thoughts and 

suggestions about the conference or in fact about anything DBA or DBA-UK related, so 

please don’t be shy to get in touch. It’s your charity! 

 
Stuart.Graham@DiamondBlackfan.org.uk 

 

  
 

Welcome from Newsletter Editor & Co-ordinator 
By Sarah Allen 

 

Hi to all our Members! 

It’s hard to believe we are already nearing the fourth month of 2010 - Where does the 

time go?!  The DBA-UK  10th Anniversary Conference is fast approaching us, and our 

committee members have been working hard to put everything into place. We are all very           

excited and we’re hoping that Conference 2010 will be the best one yet. It would be great 

to see as many of you there as possible. With DBA being such a little understood and rare 

condition, we get limited opportunity to meet with other families who have DBA in 

common with us. This year will be my family’s fourth consecutive Conference, and we 

have personally gained so much from attending. Already the kids are busy planning and 

contemplating who is going to climb the highest, and who’s going to bottle it in their 

activities at the venue! Personally I can’t wait to catch up with everybody, and meet all 

the new faces.  

Because of my love of Facebook I have been able to keep in contact with many of those 



 

 

that I have met at Conference, but nothing beats being able to see those people in the 

flesh, and this is the perfect opportunity. To avoid disappointment please don’t delay in 

getting your booking forms in to us, as there are a limited number of spaces available, and 

we are filling those spaces fast! Further information and Booking forms are available at  

http://www.diamondblackfan.org.uk/conference.html     

 

May I also  remind you all how important it is to ensure that your membership details are 

correct and up-to-date. We cannot send you mailings or details of future events without 

this information. Please e-mail John at John.Carty@DiamondBlackfan.org.uk   to inform 

us of any changes of address, e-mail etc …    

 

I hope that everyone is happy with the content of your new DBA-UK Newsletters. I took 

on this role in the Summer of 2009, with the aim of bringing you all the latest information 

and DBA related news. If there is anything you would like to see included in your  

Newsletter, or if you have an article for us, then please email me at the address below. 

Are you fundraising for DBA-UK?? Have you been in the local/national news?? Do you 

have an event coming up?? A story to share?? Then I’d be very happy to hear from you! 

Likewise, if you would like to comment on any of our previous articles, or would just like 

to give general feedback, then please get in touch.  

 

My Son, Jamie made the National news and Local television this March in regards to his 

DBA and up-coming Bone Marrow Transplant. It was lots of fun, and I felt good in the 

knowledge that it was all raising valuable awareness of DBA and blood donation, which 

many of us rely so heavily upon. We also got given the go-ahead to begin Jamie’s 24/7 

I.V infusions of desferal this month, so it’s been a pretty hectic month all round! Roll on 

our 2 week holiday to the Coast this Summer! ☺ 

 

Let’s hope for a decent bit of sunshine this year eh folks? And hope to see you all at 

Conference in May.  

 

Sarah.Allen@DiamondBlackfan.org.uk 

 

 

  
 

 

“Life is not measured by the number of breaths we 

take, but by the moments that take our breath away.” 

       ~ Unknown Author ~    

  
 



 

 

Conference 2010, the 10th Anniversary Conference, 

21st-23rd May 
By Stuart Graham 

 

The 10th ANNIVERSARY DBA Family Conference is your chance to get together with 

other families affected by DBA. We’d love you to come to this event: to meet others and 

share experiences, to hear more about DBA from patients, families and medical 

professionals, and to keep in touch with what the charity is up to. 

 

We already have booked many medical professionals to speak at the conference. This 

includes Dr de la Fuente, whom I’m sure you know, and he’ll be bringing with him some 

colleagues from St Mary’s Hospital in London. Irene Cullen is a lead play specialist with 

a main interest in treatment compliance and pain and she is preparing a session on how to 

deal with these issues. Nicola Hussain is a paediatric pharmacist and is preparing a 

session on the use of different chelators and steroids and how to manage the side effects. 

Katy Elwig is a paediatric dietician and will talk on DBA and eating. Diana Wright, 

whom some of you know as an innovator in nutritional therapies for DBA, will also be 

attending. All these people, including Dr de la Fuente, will be available for 1-on-1 

consultation sessions which can be booked at the very start of the conference. One of the 

sessions we’ll be running is a “needles, pumps and stuff” show and tell session where we 

can discuss the various kit we have all used for various DBA treatments. Please bring 

equipment, old and new, to the conference to make that session as informative to others 

as possible. Also as part of the Conference there will be the DBA-UK Annual General 

Meeting. This includes the Committee reporting to the membership on what the charity 

has been up to and there is an opportunity to elect a Committee for the following year. If 

you wish to nominate be nominated for a place on the Committee, you need to make sure 

your written notification arrives with DBA-UK at least 12 days prior to the AGM. 

 

The Conference will be in the same place as last year at the PGL Centre, Caythorpe 

Court, Lincolnshire, Caythorpe Heath Lane, Caythorpe, Grantham, Lincolnshire. As 

before there will be loads of adventures for the kids (climbing, high-wires, quad-bikes, 

archery and so on) and there will also be an array of age-appropriate child care laid on for 

the younger ones. We aim to make the weekend fun-packed (not just information packed) 

for everyone, whilst giving people the opportunity and encouragement to speak with each 

other and share experiences. Please make all accommodation arrangements through 

DBA-UK and not with the venue directly. You can arrive at Caythorpe Court any time 

after 3pm on Friday 21st May. The conference will wind up after lunch on the Sunday. If 

you can’t make it on Friday then please join us on Saturday morning. 

 

There is no charge for attending the conference. However, the cost is significant to DBA-

UK (nearly £120 per person) and we’d love each person coming to try to donate 

something back if they feel they can, and would suggest something between £20 and the 

full cost per person.  

 



 

 

However, these donations are completely private and in no way obligatory, and our main 

aim is to get as many DBA-UK members to the Conference as possible. If you can 

donate, please send a cheque payable to “DBA-UK” to John Carty (secretary) whose 

address is on the conference application form, or passed to any committee member at the 

Conference. 

 

The 10th Anniversary DBA-UK Conference promises to be the best ever: a fun, 

interesting and rewarding weekend for all. Places are booking up quite quickly (we 

already have nearly 120 places confirmed) so please don’t delay! 

 

The application form is available with this Newsletter and on our website 

http://www.diamondblackfan.org.uk/conference.html. If you do book a place and are 

subsequently unable to attend then please contact John Carty on 0121 422 5110 or 

john.carty@diamondblackfan.org.uk, since places are limited. In case of last minute 

emergencies you can also phone Stuart Graham, DBA-UK Chair, on 07590 415148.   

 

 

 
 

  
 

 

Helping the DBA-UK Charity 
By Stuart Graham 

 

Thanks so much to all of you who have taken the time to help DBA-UK this year. This 

includes the many fundraisers who have run, cycled and organised events and also the 

many committee members who have met (online) every 3-4 weeks to push the charity 

forward. Would you like to help? Can you offer your particular skills to the charity, 

whether they be in technology, accountancy, marketing, fundraising, medical or 

management? As per the DBA-UK Constitution applications of potential committee 

members must be in writing at last 14 days before the annual general meeting. If you are 

interested, please, get in touch to announce your application or to discuss possibilities 

further. Committee members are each expected to attend regular meetings and spend 3+ 

hours a week on DBA-UK related activities. The roles are voluntary, though members are 

expected to treat the job in a professional and committed manner. It can be a very 

rewarding and interesting job, as I have found this year. I will be re-standing for the 

position of Chairman at the upcoming AGM. 

 

  
 
 



 

 

 

Meeting with Fanconi Hope and UK Thalassaemia Society 

(UKTS) 
By Stuart Graham 

 

       
 

 

It’s been on my agenda to forge closer links with other, similar charities. To this end I 

recently met with representatives of Fanconi Hope and UKTS. One of my primary 

interests was to try to establish how to instigate a UK Standards of Care document for 

DBA to guide UK clinicians in their treatment of patients to get higher overall standards 

and better consistency. This is likely to take several years, and it seems that a primary 

initial goal is to set up a clinical network in the UK for medical professionals involved 

with DBA. I am using links with the medical profession and with these other charities to 

boost our chances of success here. Linking up more closely with these and other charities, 

including DBA charities in other countries, should be good for many other reasons and I 

hope to report back on developments in future newsletters. 

 

 

  

 
 

HFEA Meeting Outcome 
By Stuart Graham 

 

 
 

In the last Newsletter I wrote about the HFEA consultation event I attended in December, 

and I think readers of that article might have been hopeful that the HFEA were about to 

change some of their rules to make it easier for DBA patients looking to go through the 

PTT (pre-implantation tissue typing  - more often known as PGD) process to select 

embryos to potentially ease the long road to bone marrow transplant. The details, you 

might remember, were that the HFEA said they were considering declassifying saviour 

sibling PTT from “case-by-case,” where every individual case needs to be considered by 

committee, to “condition-by-condition,” where if DBA was one of their approved 

conditions (which it would be) then the application process would be a lot smoother, 

quicker and less stressful.  



 

 

Unfortunately, despite my hope that this declassification would happen, the “case-by-

case” review process has remained in place. I am very disappointed by this decision and 

feel it is not the right one. With the right consideration and counselling PTT is still legal 

for DBA families as it was before, but it is still a matter for specific application to the 

HFEA via your DBA consultant and IVF clinic. I’ve posted a topic thread on our forum 

with links for anyone who is interested in knowing more on this subject 

(www.diamondblackfan.org.uk/forum1.html) and welcome comments and discussion 

there. 
 
 

  
 

 

Medical Updates 
By Stuart Graham 

 

I met with Dr de la Fuente in early March to pick his brains on a range of topics. 

Following his attendance at the American Society of Haematology conference in New 

Orleans in December I had high hopes, but unfortunately there was not much hot and new 

enough to report here. The possible exception is that yet more genes have been identified 

which are responsible for the lack of production of ribosomal proteins in DBA patients 

(this takes the number of genes from 7 to about 10-11). However, with all possible 

ribosomal protein creation genes now having been examined, still only about 50% of 

DBA cases are covered. The current thinking is that for the other 50% of DBA cases 

(those cases where none of these 10-11 genes is found to be faulty) there may be other 

genetic causes of DBA, possibly related to the maturation of ribosomal proteins. Working 

out where to look for these genes is more of a challenge. 

 

Coming in mid-March in New York is the big global DBA medical conference, and Dr de 

la Fuente is hopeful this will be a good time to push agendas forward, for the medical 

profession to share more information and to get answers to many questions. I’m hoping 

that this might yield some further development on the research proposals currently on the 

table, progress on when and how a rejuvenated UK DBA Registry might be initiated, and 

news on the start of leucine trials. I hope you’ll be able to hear reports on these topics and 

more at this year’s 10th Anniversary Conference in May. 

 

Also of interest and for consideration by our medical advisors is the possibility of using a 

new, wider range of MRI technology to analyse heart and liver iron concentration in 

transfusion dependent DBA patients. Organ iron accumulation is a big issue for 

transfusion dependent patients of all sorts, and recent evidence has indicated that DBA 

patients have particular issues. How patients are best monitored with combinations of 

blood tests, liver biopsies and MRI of various flavours (T2* and Ferriscan) is always 

under review. 
 

 



 

 

Lastly, and again a little frustratingly, initial progress has been slow on analysing UK 

patients for the new, wider range of genetic markers which have been discovered. A small 

group of about 10 patients are still having results analysed to make sure the test 

methodologies are sound and can then be rolled out to other UK patients. Hopefully at 

some point in the next year many more of us will know which gene it is which affects 

each of us. 

 

The regular meetings between DBA-UK and medical advisors will continue, and I am 

optimistic that the mutually increased transparency between patients and doctor will yield 

results. 

 

  
 

 

Fundraising 
By June Kynoch 

 

Hurry, Hurry, Hurry!!! The Great North Run takes place on the 19th September starting at 

Newcastle’s Central Motorway, and ending at the Coast in South Shields. This fantastic 

13.1 mile run is the largest half marathon in the country with over 50,000 runners.  
 

The charity has been allocated 25 places, and we currently have 11 places left. So if you 

fancy a fun day out you need to be quick. To find out more and book your place in this 

years run contact June Kynoch at june.kynoch@sky.com  
 

 
 

The Bupa Great North Run, the world’s biggest half marathon, will take place on 

Sunday 19 September 2010 

 

54,000 runners 

 

Atmosphere, dedication, passion, fun.  

 

THE most iconic half-marathon on the planet 

 

Live on BBC television and BBC Radio 5 Live 

 
 

 



 

 

Review of BBC documentary - ‘Having a baby to save my 

child’ 
By Sarah Allen 

 

This programme was screened on Tuesday 16th February 2010, and focuses on 2 sets of 

parents who are desperate to save the lives of their poorly children. Parents with children 

who suffer from life-threatening illnesses live in a parallel universe, with concerns and 

priorities entirely different from other people’s. The two families in this BBC 

documentary have children with Fanconi Anaemia, a degenerative illness of the bone 

marrow. One of the couples have already lost a child to the illness and their third child 

has been diagnosed with the same condition. In the absence of a matching donor their 

best hope is to have advanced IVF treatment, PGD, which enables a single cell from an 

embryo to be genetically tested, to determine if the baby will be disease-free and also a 

tissue match for its sibling.  

 

As a Mother of a child with DBA, and also facing transplant within the next 6-12 months, 

this documentary really tugged at my heart-strings, as I found myself able to relate, both 

physically and  emotionally, with the families featured. As I listened to one of the 

Mother’s talking of how the condition had changed life almost beyond recognition, I 

could particularly relate to that. As much as my family try to lead a ‘normal’ life, sadly 

things happen, and we are not always able to do that. The Mother described living with 

the condition as ‘like living in a parallel universe side-by-side with normal life’. 

 

I thought the programme was well put together, and for once didn’t focus on the ‘spare-

part baby’ stigma that so often comes hand-in-hand with programmes of this nature. It is 

indeed a controversial treatment, and not one to be taken lightly, but I believe that people 

should walk a mile in our shoes before deeming it unethical. 

 

In my eyes, the programme showed 4 loving parents who wanted the best for their 

children. In these cases, although a personal decision, the very best they could do was to 

make that choice to go ahead with the treatment, and give their children the best possible 

chance of survival against a potentially fatal illness.  

 

I, for one, wish them all the very best of luck in theirs and their children’s journeys.  

  
 

 

 

 

 



 

 

Forthcoming Book Release:  

‘Saving Henry: A Mother’s Journey’  - By Laurie Strongin  

 

 
 

Saving Henry is a powerful and poignant memoir about a mother’s love and the bravery 

of her son through their fight to cure his life-threatening illness – and the impact that 

Henry has had on the lives of so many. 

 

Laurie & Henry 
On October 25, 1995, Laurie Strongin gave birth to her first child, a son named Henry 

Strongin Goldberg. Henry was born with a heart condition that was operable, but which 

proved to be a precursor for a rare, almost-always fatal illness: Fanconi anemia. 

Over a period of seven years, Laurie and her husband Allen Goldberg turned Henry’s 

death sentence into a challenge to live life to its fullest while pursuing every medical 

treatment available. Saving Henry tells Henry’s extraordinary story from beginning to end 

as the family tested the limits of science while exploring the depths of their love. It is a 

story where science, love, genes, reproductive rights, ethics and politics collide; where 

hopes and dreams are made and dashed and where, in the end, Henry’s death paved the 

way for others to live. 

 

This book will be released on  8th April 2010. 

 

Information taken from www.savinghenry.com 
 

 
 

 

 

 

 

 



 

 

Inspirations 
By Sarah Allen 

 

‘Welcome to Holland’ is an essay, written in 1987 by Emily Perl Kingsley, about having 

a child with Down Syndrome, though it is applicable to many other birth defects, and is 

given by many hospitals and child-care professionals to new parents of special-needs 

children. 

 

I remember finding this online when my son was first diagnosed with DBA. Thought I 

would share it with you ….. 

 

 

 
 

Welcome To Holland 
By Emily Perl Kingsley 

 

I am often asked to describe the experience of raising a child with a disability - to try to 

help people who have not shared that unique experience to understand it, to imagine how 

it would feel. It's like this...... 

 

When you're going to have a baby, it's like planning a fabulous vacation trip - to Italy. 

You buy a bunch of guide books and make your wonderful plans. The Coliseum. The 

Michelangelo David. The gondolas in Venice. You may learn some handy phrases in 

Italian. It's all very exciting. 

 

After months of eager anticipation, the day finally arrives. You pack your bags and off 

you go. Several hours later, the plane lands. The stewardess comes in and says, 

"Welcome to Holland." 

 

"Holland?!?" you say. "What do you mean Holland?? I signed up for Italy! I'm supposed 

to be in Italy. All my life I've dreamed of going to Italy." 

 

But there's been a change in the flight plan. They've landed in Holland and there you 

must stay. 

 

The important thing is that they haven't taken you to a horrible, disgusting, filthy place, 

full of pestilence, famine and disease. It's just a different place. 

 

So you must go out and buy new guide books. And you must learn a whole new language. 

And you will meet a whole new group of people you would never have met. 

 

It's just a different place. It's slower-paced than Italy, less flashy than Italy. But after 

you've been there for a while and you catch your breath, you look around.... and you 



 

 

begin to notice that Holland has windmills....and Holland has tulips. Holland even has 

Rembrandts. 

 

But everyone you know is busy coming and going from Italy... and they're all bragging 

about what a wonderful time they had there. And for the rest of your life, you will say 

"Yes, that's where I was supposed to go. That's what I had planned."  

 

And the pain of that will never, ever, ever, ever go away... because the loss of that dream 

is a very, very significant loss. 

 

But... if you spend your life mourning the fact that you didn't get to Italy, you may never 

be free to enjoy the very special, the very lovely things ... about Holland. 

 

 

 
 

  
 

About DBA-UK, The U.K Diamond Blackfan Anaemia Support Group 
 

“DBA-UK is the U.K based support group for the condition known as Diamond Blackfan 

Anaemia (DBA), and a registered charity - No. 1083179. With so few cases in the U.K this rare 

condition leaves parents and patients feeling very isolated, as many of the health service 

professionals they come into contact with will have never heard of the condition, let alone be 

aware of its treatment or prognosis. The support group is made up of parents, family and friends 

of those affected by DBA, along with the patients themselves. The charity aims to provide 

support for these families by bringing them together to provide mutual help.” 

 

To contact us please use one of the following methods: 

 

By Phone -  

0845 094 1548 

 

By E-mail - 

info@diamondblackfan.org.uk 

 

By Post - 

DBA-UK 

71-73 Main Street 

Palterton 

Chesterfield. 

S44 6UR 

 
To be added to our Mailing List please follow the links on our website, within the ‘Contact Us’ 

section. 

 



 

 

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 

 

www.diamondblackfan.org.uk 
 

DBA-UK, 
Registered Charity No - 1083179 

 

 
 


