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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 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. 
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Introduction from the (acting) Chair 
By Stuart Graham 

 

Certainly my opening comment must be to thank Sarah Allen, our new Newsletter Co-ordinator, for 

whipping this Newsletter into place. It’s been a few months since Conference 09, and Sarah like me has 

been settling into her new role and I do very much wish her success for many newsletters to come. 

 

I think those who were at Conference 09 will agree that it was a success and one we can build on for 

next year. I had particularly encouraging feedback on the ‘topic’ sessions where we tried to drill down 

into various specific aspects of DBA by sharing our experiences in focused, open forums. It was also 

great to see new members at the Conference, who incidentally I can thoroughly recommend as winning 

Pub Quiz partners having sat and watched them dumbfounded as they answered every question. On the 

negative side of Conference 09, we had feedback that there should have been members of the medical 

profession there. I absolutely agree, and we on the Committee are already planning ahead to improve 

things next year. Dr de la Fuente is already confirmed to present next year, and in fact he has offered to 

conduct 1-on-1 sessions with families. Quite how we’ll manage the stampede I’m not yet sure, but I 

think you’ll agree this is great news. There are already suggestions as to who else should be presenting 

and further ideas for this and other conference items are most welcome: please send them to me and 

Nikki Dewick, our Conference Coordinator. Conference 2010 will be 21st-23rd May, and the location is 

again the Lincolnshire PGL centre to try to balance appealing to adult and child conference attendees. 

 

In July DBA-UK held a meeting with Dr de la Fuente and I plan to make this a regular fixture going 

forward. We were able to field a few of the many questions which some of you sent, and we also 

received a research funding request. The meeting was most informative, and a brief report on this 

meeting is included in this Newsletter. 

 

Fundraising continues to be high on my agenda. We are a small charity, and I think it’s the 

responsibility of each and every one of us to help raise funds for DBA-UK. I’ll be hauling my aging and 

broken body around London for 13 miles in October. Many thanks for those of you who continue to 

work hard at raising funds, and to those of you who are just getting started. June Kynoch, our 

Fundraising Coordinator, is always available for support to any member who are willing to step up. The 

message from me is: Just Do It, please. 

 

A consistently strong theme coming from Conference 09 was that of communication. The feedback I 

saw was largely on how valuable it is for us to support each other by sharing our experiences, both at a 

practical and an emotional level. Quite how we achieve that better is a challenge, and I recognise that 

there is a need for leadership from the Committee here. An article in this Newsletter has some further 

comments on this topic. At a different level, I also recognise that DBA-UK needs to constantly work at 

communication between the Committee and the Members. This newsletter and the website 

(www.diamondblackfan.org.uk) remain the principal routes of communication from the Committee. 

John Carty, our Secretary, has been working on improving our membership lists and contact details and 

it would be greatly appreciated if you could keep him up to date with all your details (including e-mail 

addresses). I encourage feedback and comments of any type from all Members – it’s your charity. 

 

I have initiated some work on how the charity is organised to the best benefit of members, including 

clear definition and allocation of roles and responsibilities for the Committee. This is ongoing, and 

those who are interested are encouraged to watch the website for information of this type. 

 

Many thanks to the Trustees (Jayson, Alan and John) and the rest of the Committee for their continuing 

hard work. 

 

Stuart Graham, DBA-UK Deputy Chair (Acting Chair) 

 

 

 



 

 

DBA-UK meeting with Dr de la Fuente 
By Stuart Graham 

 

On the 18th July, DBA-UK met with some leading members of the UK medical profession to share 

information and hear about where research is going in the UK. The meeting was quite a long and wide-

ranging one, and is the first between DBA-UK and lead clinicians for a while. Here is an abbreviated 

version of the discussion. A fuller one will appear on the DBA-UK web forums. 

 

Present were Dr de la Fuente, consultant haematologist at St Mary’s Hospital, and medical adviser to 

DBA-UK; Dr Karadimitris, Reader in haematology at Hammersmith Hospital; Alan Dewick, Trustee, 

Treasurer and Information Officer of DBA-UK; Stuart Graham, Deputy Chair (Acting Chair) of DBA-

UK. Dr de la Fuente again apologised for missing this year’s DBA-UK conference due to a prior 

commitment, and confirmed he’ll be at Conference 2010. 

 

To kick off the meeting Dr Karadimitris and Dr de la Fuente presented a proposal for a study, lasting 2 

years, investigating the effective mechanism of steroids on blood production in DBA. In summary, the 

proposed study takes new technology and builds on the work done by Dr Ball. This prior work 

determined the point at which DBA blood production is faulty and investigated some effects of steroids 

on the process. The new proposed work will use new genetic sequencing to identify the detailed 

mechanics within the process and why steroids can aid the production of blood for some DBA patients. 

The large team which Dr Karadimitris runs has good access to the appropriate genetic sequencing 

technology and has much expertise in this field through other studies. DBA-UK has not helped fund 

research since the project at St Georges finished a couple of years ago. The request is currently under 

consideration by the DBA-UK committee. 

 

Dr de la Fuente is still looking at the proposal for a Leucine study trial, and it’s hoped that this proposal 

will be out at the end of year, with the study starting in 2010. A similar study is starting in the US. The 

two studies will be coordinated and will be generally monitoring similar outcomes so that the results 

can be combined to provide a larger body of work and hence more meaningful results. The UK study 

will include a nutrition angle, and Diana Wright will be involved. 

 

As has previously been reported, there are 7 known genetic markers for about 50% of DBA cases. 

These are RPS19 (25%), RPL11 (11%), RPL5 (6%) and RPS 17,24 and 7 and RPL 35a. It is desirable 

for all DBA patients to be tested for these genetic markers since it would then be possible to look at the 

correlation of genetic markers with symptoms and with the success of various treatments. Some patient 

testing is underway in the UK, but is still at a very early stage. Patients wishing to access this testing 

should first contact their managing consultant. It’s hoped that the results from the UK patient genetic 

testing can be added to the US database therefore creating a bigger total body of work. 

 

DBA-UK had collected many questions to present to Dr de la Fuente, and although there was much else 

to talk about in the limited time available, many of these questions got some attention, as shown below. 

It’s hoped that in future there will be more regular forums between DBA-UK and the medical 

profession, and that these will facilitate good information flow to and from DBA-UK members. 

 

For Conference2010, will Dr de la Fuente be there, and will any other medical experts be there? 

Yes, Dr de la Fuente will be at the conference on 21st- 23rd May 2010. He will be doing 1 talk (perhaps 

2) and has also offered to do one-on-one sessions with patients and families. He also offered to bring 

along a nutrition expert who might be able answer some questions on difficult eaters and a play 

specialist who might be able to answer some questions on play/mind strategies for administering drugs 

or during pain. Planning for Conference 2010 is still at an early stage, but these offers are greatly 

appreciated. 

 

How can DBA-UK get in touch with more UK patients with DBA? 

Dr de la Fuente now has information leaflets which he will distribute around the UK haematology 

profession for them to be passed to patients. It is then up to DBA-UK to adequately man the telephone 

number, answer e-mails and have enough information on the website to encourage ongoing contact. 

 



 

 

 

What is the correct route to go down to get an appointment with Dr de la Fuente? It’s very difficult 

to get hold of doctors and many individual consultants just don't have the knowledge. I know there 

have been many occasions when we have felt in despair with no one to turn to. 

Patients wanting appointments to see Dr de la Fuente who have not received referrals within the past 12 

months should seek these again from their consultants. Dr de la Fuente is very happy to see people and 

offer general advice to supplement other consultants, although it’s important that patients maintain good 

relations and contact with local consultants since these are the people who will be delivering particular 

treatments, be they transfusions or steroids and so on. Dr de la Fuente is not available to every patient 

for day to day issues which should generally be addressed to local managing consultants. With 

permission of local consultants he is happy to see a wide range of patients on an occasional basis. 

Regarding feelings of “despair” and “having no one to turn to” it’s hoped that DBA-UK can help create 

a growing feeling of community within the UK patient group and this can be of great assistance to 

individuals in dark times. Working out how to do this better is a current topic on the agenda of the 

DBA-UK committee. 

 

Is it possible that Ferritin is not an accurate enough measurement on which to base the dose of 

Exjade? Is there an alternative more effective way of assessing stored iron other than by MRI/Ferri 

Scan? 

Ferritin is not a great indicator of how much iron is stored in the organs (especially heart and liver), and 

scans and liver biopsies are much better indicators. However, these better tests are costly and invasive 

so ferritin tests are still considered a very valid metric for many instances. Individual cases and 

instances may require the use of more accurate measures, though that is on a case by case basis. Patients 

who are being transfused to the age of 5 should have a scan then and also on a yearly basis after that. 

Patients with high readings from these scans may well be eligible cases for liver biopsies, though this is 

a more invasive procedure. 

 

What level should the Hb be topped up to? It seems to chop and change and differ between patients. 

Yes, treatment can be inconsistent and it is hoped that by setting up an NHS “Standard of Care 

document” (DBA-UK committee currently considering how to push this forward) we will see a 

reduction is such discrepancies. 

 

At the conference it was briefly mentioned Josu had some information relating to DBA patients and 

growth. Would be very interested to know more about this. 

Dr de la Fuente confirmed that each of 1) having DBA, 2) taking desferal and 3) taking steroids are all 

independent indicators for short stature. The latter two are both less of an influence on stature if 

treatment and doses are well controlled, hence DBA itself would be the main indicator for short stature. 

Having said that, it’s true to say that statistics are still limited by the small sample size of patients 

throughout the world. 

 

There seem to be many parents whose children have issues with eating, and it is the gut feeling of 

those parents that this is more than just a “fussy eating” issue which is what some doctors seem to 

want to think. Adult patients also seem to report loss of appetite when Hb levels are low. If there a 

link between DBA and low or adjusted appetite? Is there a link between Hb and low or adjusted 

appetite? 

This is not an area which has yet been studied. Dr de la Fuente is suspicious that there might be a link 

between DBA itself and poor appetite, but this needs sound research. It is hoped that such study will be 

part of the leucine trials, and that this will start to produce some answers. 

 

If a patient is steroid respondent should BMT be considered? 

Not if the steroid dose is considered low and there are no additional complications or symptoms (e.g. 

being neutropenic). Steroids are still considered to be a mainstay of treatment in DBA. It is, of course, 

always possible that the effectiveness of steroid treatment for a particular patient may change over time. 

 

 



 

 

 

 

 

DBA-UK Conference 2009 
By Sarah Allen 

 
This year’s Conference & AGM took place between 22nd & 24th May 2009, and was held at a PGL 

Venue @ Caythorpe Hall in Lincolnshire for the 2nd year running. With attractive secluded grounds, 

ideal conferencing areas and plenty for the kids to do, it seemed that Caythorpe Hall was the perfect 

location for this annual get-together for our DBA families here in the UK. The accommodation was 

much improved from last year, as was the weather! Two days of lovely sunshine helped to bring us all 

together and lay the foundations for a lovely weekend. 

 
 
This year we saw some new faces and were able to catch up with those we had met before. Personally, I 

always feel quite sad saying goodbye to everyone at the end of the weekend. A life with DBA certainly 

has it’s own set of triumphs and struggles, and it’s such a wonderful opportunity to share in these with 

our fellow DBA families, and to see our kids happy, playing and united with each other. I think it’s safe 

to say that we all took something away with us this year, if only memories of a fun weekend had by all! 

 

Saturday 23rd May 2009 
 
In summary, Saturday kicked off bright and early with general introductions by all families present, 

followed by an informative  presentation from Nutritionist, Diana Wright. She shared some of her case 

studies and research with us all, as she has been working with some DBA patients over the past couple 

of years. Her work and research showed that with individual requirements assessed that dietary 

supplements generally had a positive impact on the health of her DBA patients. It is of course going to 

take time and a lot of hard work by both Diana and the families involved to see the true impact of 

whether dietary supplements and, in some cases, the addition of amino acids is a viable and worthwhile 

treatment for DBA. It is understood that Dr Josu De La Fuente @ St Mary’s Hospital in London will be 

conducting a clinical trial in this area of study some time in the near future. 



 

 

 
 

 

DBA-UK Annual General Meeting - 23rd May 2009 
 

This year’s Annual General Meeting took place on the afternoon of Saturday 23rd 

May. Minutes are as follows : 

 

1. Open 

Jayson Whitaker opened the Annual General Meeting of the DBA UK at Caythorpe Court on 23rd May 

2009. 

2. Minutes of last meeting 

Minutes of 2008 AGM were agreed to be a true record of the meeting. 

Proposed –S Graham 

Seconded - N Dewick    

 

3. Treasurer’s Report  

The treasurer’s report was delivered by Alan Dewick who began by reminding members of the figures 

for 2007 to use as a comparison. Then he gave the figures for 2008 which were: 

 

 
 

 

An excess income of £58,564.38   The report was accepted by the meeting. 

+Income   Expenditure  

General Donations  14,871.1

4 

 Printing & Postage 210.46 

Coast 2 Coast 10,505.8  on Fundraising 1,907.23 

Great North Run  3,982.22  Conference 10,722.79 

Conference Donations 880.00    

Online Donations 251.00    

Interest 914.60     

Legacy 40,000    

Total 71,404.8

4 

 Total 12,840.48 



 

 

4. Committee Reports 

a) Alan Dewick fed back research update from Dr Josu de la Fuente who could not attend as he 

was attending an iron overload conference in Greece:- 

• There are now 7 genetic markers which have been identified in more than 1 DBA 

patient – RPS 19, 24, 17, 7 and RPL 5, 35A, 11. Josu can test for each but envisages 

potential funding problems for families who are not newly diagnosed. New patients 

should be OK for funding. These 7 markers still only account for 50% of DBA 

patients 

• Josu has a proposal to continue work carried out by Dr Ball and Carrine  

• Josu has secured model of American registry in order to update UK registry which 

will be combined with American data. i e 700+ patient records  

• Requested for trustees/committees members to meet with him to discuss proposals 

 

5. Elections 

a) Election of a trustee 

Alan Dewick - Stood down this year and was re-elected 

Proposed - O Rhodes 

Seconded – V Read 

 

b) Election of committee  

Vanessa Webb 

June Kynoch 

Nicky Dewick 

Stuart Graham 

Joe Fletcher 

Jennifer Corcoran 

Sarah Allen 

Angela Cornwall  

Vilma Read 

Proposed – C Mariethinoz   

Seconded - D Smith 

 

c) Election of secretary from trustees: 

John Carty 

Proposed – P Mead 

Seconded – J Kynoch 

 

d) Election of treasurer from trustees: 

Alan Dewick  

Proposed - O Rhodes 

Seconded – V Read 

 

e) Election of Chairperson from remaining committee & trustee 

V Webb 

Proposed – A Dewick 

Seconded – A Cornwall 

 

f) Election of Deputy Chairperson from remaining committee & trustee 

S Graham 

Proposed – J Whitaker 

Seconded – R Dewick 

 

 

  

 

 

 



 

 

Sunday 24th May 2009 

 
Sunday at the Conference was very much a day for discussion. Whilst most of our children were off 

enjoying the exciting activities planned for them, the rest of us spent most of the morning talking about 

our experiences and day-to-day life with DBA. The day began with a heartfelt speech from myself, 

sharing the story of my young son’s journey with DBA and our recent walk down the potentially heart-

wrenching road of transplant. I put our story forward very much from a Parent’s perspective. I found it 

to be emotional and very rewarding. Thankfully, at this time, transplant is not the chosen road for 

Jamie, but hopefully my frank discussion and emotionally informative guide to the pre-transplant 

process was heard and well understood by those that attended. 

 
This was followed by an Open-Discussion meeting, where a whole array of things were talked about.  

From Exjade to Desferal,  transplant to dietary supplements, transfusions to steroids … I think we pretty 

much covered it all! It was quite surprising to see how treatments and equipment differ around the 

country, especially when it comes to Iron Chelation therapy, and concluded that it might be useful for 

those attending next year’s conference to bring their pumps & needles for comparison with the other 

members.  

 

Lots of fundraising also took place throughout the weekend, adding to the all important funds needed by 

the charity to support those fighting DBA and hopefully help to move things forward and ultimately 

closer to a cure. 

 

Overall, I think a good time was had by all and the choice of venue, for most of us, suited our needs and 

expectations. There was much better provision and structure of entertainment for our younger children 

this year and the accommodation in the centre’s new cabins allowed even the larger families to be 

together, and everyone had the benefit of en-suite facilities. The staff at PGL were helpful and friendly, 

and it was nice to enlighten some of them about Diamond-Blackfan Anaemia over a drink in the bar in 

the evening! My 3 year old son took quite a liking to one member of staff in particular, and I have 

pictures to prove it … So thanks Rachel for being such a good sport! :o) 



 

 

                        
Jamie Andrews, 3 with Rachel, PGL Staff  

 

 

 

 

 

 

 

Next Years Conference -2010- 
By Jayson Whitaker 

 
The DBA-UK Conference 2010 has confirmed dates of 21st - 23rd May 2010  

 

This is the 10th anniversary of DBA UK as a charity to support DBA in the UK, so lets make it special. 

 

Its at PGL, Caythorpe again due to popular demand and again we have booked the brand new wooden 

chalets, all with en-suite facilities, and fronting/backing onto a grass quad where this year we played 

cricket (well kind of cricket) football, and rounders. 

 

If we get the numbers confirmed quickly we can all be in the same blocks, as I know a couple of people 

suggested a barbeque in the quad on the Saturday night. 

 

This means we keep the warmer weather, (Hooray!!! - see the pics of this years to see how nice it was) 

but avoid the bank holiday weekend as I know some of you had prior commitments. 

 

Please put the date in your diary and start to let the committee know if you will be attending. 

 

………So your committee have booked it, its now up to all of us to confirm attendance, suggest ideas, 

and make 2010 family conference one to remember! 

 

 

 

 

 



 

 

 

DBA-UK Committee 2009/2010 
 

Without the continuing hard work of the  DBA-UK committee the charity would cease 

to function, so we would like to welcome our new members and say a big thank you to 

all those that have stood down from their committee roles this year. 

 

Committee - as elected May 2009: 

 

Trustees: 
(Trustees are elected to serve a 3 year period after which they must stand down, 

but are eligible to stand for re-election) 

 
John Carty - Secretary 
john.carty@diamondblackfan.org.uk 

Re-elected at 2007 AGM 

I am married to Debbie, with 2 children, Patrick, born in 1996 and Niamh, born in 

1999. Patrick was diagnosed with DBA shortly after birth and has blood transfusions 

every four weeks. His iron chelation is managed by a combination of desferal and 

deferiprone. I joined the Committee of DBA UK as Secretary in March 2004. I live in 

Birmingham, and enjoy sport, music, books and an occasional pint of real ale. 

 

Alan Dewick - Treasurer and Information Officer 
alan.dewick@diamondblackfan.org.uk 

Re-elected at 2009 AGM 

I live in Ramsgate, Kent with my wife, Nikki. Operations Manager for small 

manufacturing company. Enjoy rugby, walking our 2 stupid dogs and card games. 

Father to Marianne, Ami & Rebecca. Step-Father to Sherryanne, John-Marc & Katie-

Jaine. Rebecca has DBA - Transfusion dependant with Exjade. 

 

Jayson Whitaker 
jayson.whitaker@diamondblackfan.org.uk 

Re-elected at 2008 AGM 

I have been involved in UK support group for DBA since 1999 and helped to get      

DBA-UK launched in its current format and am one of the founder members.  

My Son used to have DBA, we did not have remission, we cured him with a stem cell 

transplant from a PGD/IVF matched sibling. 

 

Elected Committee: 
(Committee are elected annually at AGM) 
 

Vanessa Webb - Chairman 
Vanessa.webb@diamondblackfan.org.uk 
Mother of two George 6 and Samuel 4 and wife to Allen. We live on the South East 

coast of Kent in a huge supportive village of Birchington, George has DBA diagnosed 

at 6 weeks, steroid dependant, fortunately on a low dose. I work full time with 

children who suffer from communication difficulties in a boarding school. 

 



 

 

 

 

Stuart Graham - Deputy Chairman 
Stuart.graham@diamondblackfan.org.uk 
I live in London with my wife Natalie and our four children. Saskia, the eldest, was 

born in 2001 and diagnosed with DBA shortly after. She was only responsive to 

steroids on high doses so became transfusion dependent, taking Desferal five nights a 

week to reduce iron overload. In 2004 we undertook three rounds of IVF/PGD, the 

final one being successful (our third child, Imogen). Saskia had a successful bone 

marrow transplant in 2007. I keep bees. 

 

June Kynoch - Fundraising Officer 
June.kynoch@diamondblackfan.org.uk 
I live in Chester le Street Co Durham with my husband Dave. I am a Business 

administration assessor for East Durham and Houghall College. My hobbies are Cross 

stitch, hand making greetings cards and the best of all is cycling. I also organise the 

Coast to Coast bike ride to raise funds for DBA. 

I am the Nanna to Charlie Whitaker who was diagnosed with DBA when he was 12 

weeks old. 

 

Nikki Dewick - Conference Co-ordinator 
Nikki.dewick@diamondblackfan.org.uk 

 

Sarah Allen - Newsletter Editor and Co-ordinator 
Sarah.allen@diamondblackfan.org.uk 

I am a busy full-time mum of 5 lovely children from Cambridgeshire. My youngest 

son, Jamie has DBA and is currently receiving transfusions every 2-3 weeks, 

combined with 7 nights a week of Desferal. I enjoy spending time with my family and 

friends, and must say I have a borderline obsession with the internet! My son’s story 

and ongoing journey with DBA can be found @ 

www.caringbridge.org/visit/jamiesjourney 

 

Joe Fletcher - N. Ireland Co-ordinator 
Joe.fletcher@diamondblackfan.org.uk 

 

Jennifer Corcoran - S. Ireland Co-ordinator 
Jennifer Corcoran@diamondblackfan.org.uk 

I am Jennifer Corcoran married to Paul and mother to Drew 12, Evan 10 and Carlo 4. 

Carlo has DBA. He was diagnosed at 3.5 months with a hb of 3.4. He was transfusion 

dependant until he was 22 months when we started him on steroids. He is still on them 

at 5mg alternate days. I will say the rest in my story....  

 

Angela Cornwall - Public Relation Officer 
Angela.cornwall@diamondblackfan.org.uk 

 

Vilma Read - General Committee duities 
Vilma.read@diamondblackfan.org.uk 

 

If you have an event coming up, a story to tell,  or would like to be featured in future newsletters 

then please contact our newsletter co-ordinator, Sarah Allen 

Sarah.allen@diamondblackfan.org.uk 



 

 

 

***Fundraising*** 

 

Coast to Coast Bike Ride 2009 
By June Kynoch 

 

 

The annual Coast to Coast cycle ride took place over the 8th, 9th, and 10th May. The ride this year had a 

bit of a twist to it, starting off at Whiteheaven on a not so bright and sunny Friday morning! After 

having breakfast in the Expresso café we dipped our wheels in the Irish sea and then set off. The first 

day was a 51 mile ride through some beautiful countryside following the Ennerdale Railway path, with 

the first of the watering stops of the day at Rowrah (one of four stops), passing the Whinlatter pass 

which is between Lorton and Braithwaite with some steep climbs out of Keswick to Dockray. After 

having a longer stop at Keswick a few beers the cyclists started off for the final leg of the day in to 

Penrith passing Mungrisdale and Troutbeck. Here a soothing bath awaited. 

 

On the second day, all cyclists met at the market place. Next was a steep climb out of Penrith heading 

towards Carlisle and Brampton, with a few stops in between. After leaving Brampton we followed 

Hadrian’s Wall to Vindelanda where the rain came down. The support vehicles met the bedraggled 

cyclists, only another 10 miles or so and there was a warm welcome waiting at the Hadrian’s Lodge and 

a lovely evening meal and a bit of a singsong. After copious amounts of drink no one felt the aches of 

the day. 

 

Sunday, the final morning and all were feeling the last two days. The morning started off grey, but 

everyone was in high spirits as this was the final leg of our journey. We headed towards Hexham and 

then down to join the Derwent Valley trail and on to the C2C cycle track. After getting fuelled up we 

set off for the next leg which would lead us through to Leadgate and the Jolly Drovers, where more 

alcohol was consumed by those that needed it, then off to the Lambton Worm for a well deserved drink, 

where the talk turned to the subject of when the next ride was going to take place … For most at least, 

some did say never again! 

 

The weekend was enjoyed by all, some of them with the words echoing in their heads that they would 

do it again next year. 

 

 
 



 

 

 
 
 

-------------------------------------------------------------------------------------------------------- 

 

Letters from Santa 

 
I am now in the process of starting my advertising for Santa Letters, with all funds 

raised going to DBA-UK 

 

They are £2 each and all I need is the child’s name, date of birth, address and post 

code, a contact telephone number in case I can't read the writing or need further 

information, and names of a couple of presents that they are going to receive.  

 

Order forms can be obtained from any member of the committee and completed via e-

mail, or alternatively please send payment along with the above details to me at the 

following address:- 
 

June Kynoch 

65 Longdean Park,  

North Lodge,  

Chester le Street  

DH3 4DG 

 

 

 
If you would like help, information or advice about fundraising for DBA-UK, please contact our 

Fundraising Officer, June Kynoch 

June.kynoch@diamondblackfan.org.uk 

 

 



 

 

 

Movie Review 
 

The following movie released in June this year covers a subject that some of us are sadly all too aware 

of … The whole ‘Saviour Sibling’ issue. 

 

 
 

This review was written by a young father of a child with DBA. Please read on ….. 

 

My Sister’s Keeper (2009) 
“Sara and Brian Fitzgerald's life with their young son and their two-year-old 

daughter, Kate, is forever altered when they learn that Kate has leukemia. The 

parents' only hope is to conceive another child, specifically intended to save Kate's 

life. For some, such genetic engineering would raise both moral and ethical 

questions; for the Fitzgeralds, Sara in particular, there is no choice but to do 

whatever it takes to keep Kate alive. And what it takes is Anna. Until one day Anna, at 

aged 11, says "no." Seeking medical emancipation, she hires her own lawyer 

initiating a court case that divides the family and that could leave Kate's rapidly 

failing body in the hands of fate.” 

 
Write up taken from:  www.movies.yahoo.com 

 

 

 

Review of the film 
By Dan Andrews 

 

My Sister’s Keeper is a very moving and emotional film, It is based on a fictional story and 

has been adapted from the book of the same name by Jodi Picoult. Its about a young girl 

called Anna who was born to save the life of her sister Kate, but by age 13 has had enough of 

the countless surgeries, transfusions and injections that she has endured all of her life, and so 

decides to sue her parents for the rights to her own body. 

 

The story focuses on the difficult moral choices that are made by both Anna and her parents 

and ultimately Kate, to which there are no right or wrong answers. This heartfelt story is 

definitely no ‘date movie‘. It is a film where the downs far outweigh the ups but you are 

happy to continue watching and can’t help but get drawn into the emotional journey of the 

characters, which are superbly acted by Cameron Diaz as the mother and Abigail Breslin as 

Anna, still not knowing yourself which choice is right. 

 

Throughout the film there are more and more moral dilemmas, you have to keep reminding 

yourself that this is just a film, as the drama is so intense! I went to watch this film knowing 



 

 

nothing more than it had something to do with a child being born using P.G.D technology, 

and so I thought it would have a lot of similarities with DBA  as we have considered this 

option ourselves and know others that this has worked for.. However this was not the case, 

although initially Anna was born using P.G.D , the similarities stop there. Instead of a one off 

procedure whilst too young to remember this story depicts Anna as a constant supply of spare 

parts for her sister and it is this that leads to all the moral dilemmas throughout the film. 

 

I think this was a brilliant movie and I will definitely go on to read the book as it written 

through the eyes of the character Anna. Although I really enjoyed this film, I left the cinema 

feeling very humbled by the fact that there is so much badness in the world and as we all 

know it always seems to happen to good people. 

 

In short this is a great film if you like a rollercoaster of emotions and are not afraid to shed a 

few tears, as I did. 
 

 

 

------------------------------------------------------------------------------------------------------- 

 

 

Joe and Julie Fletcher’s Lorraine Kelly interview 
By Joe Fletcher 

 

Some of you may have seen Julie and I on the Lorraine Kelly show on GMTV on Thursday 

25 June.  The film ‘My Sister’s Keeper’ was being released the next day and we were asked 

onto the show as a couple who had had a real life Designer Baby. 

 

Julie had appeared on Lorraine’s show before, about four years ago, when the book of the 

film was being reviewed.  That time it was done by live link from Belfast, so this was our 

first time actually meeting Lorraine. 

 

Anytime the designer baby question raises its head, the Whitaker family and ourselves seem 

to be the ones the media contact for input.  We try not to turn down any opportunity to 

present IVF PGD positively. 

 

Our program was recorded on the Tuesday.  Lorraine does a live show on Monday and 

Tuesday. Then when Tuesday’s programme finishes she records the Wednesday and 

Thursday shows. 

 

In brief, what a fun day!  After a very early flight from Northern Ireland and a trip on the 

Gatwick Express, we were picked up by taxi at Victoria Station and whisked off to London  

Studios on south bank of the Thames, arriving there at about 9.00a.m.  Joshua and Jodie were 

with us. Our eldest, Adam had chosen to stay at home and be spoiled by his Granny. We were 

shown into the green room where we met some other guests. Lorraine popped in for a quick 

chat with us all.  She is as nice in real life as she appears on TV.  We found out that our part 

would be filmed about 12 o’clock, so we went off to the café for a while. 

 

The building we were in is the same one where Loose Women is filmed.  While in the café 

we saw Carol McGiffin, Sherrie Hewson, and Coleen Nolan and Jane McDonald.  Julie is a 

big fan of Loose Women, I am a big fan of Jane McDonald (cue image of  Austin Powers 

purring like a cat.  Oh behave!).  



 

 

  
 
Back to the green room.  Frank Lampard’s ex-wife was there - had to be told who she was. 

The actress who played Eastenders Little Mo was in makeup at the same time as us, didn’t 

recognise her either! 

 

The Producer had decided not to have Josh & Jodie on the couch as he feared that Lorraine 

would spend more time talking to them than to us.  So the kids stood behind the cameras and 

watched from there.  The interview itself was unrehearsed in any way.  We always ask what 

the questions will be so we can have answers prepared.  But this time Lorraine was just going 

to talk, so the pressure was on to get as many good points across as possible, and to mention 

DBA-UK if the chance came.  

 

The interview went very quickly.  The chat was light and undemanding with no hard 

questions.  Lorraine was warm and supportive as always.  I feel it is important that the 

general public are able to see that couples who choose the IVF PGD route are ordinary 

people trying to make the best decisions for their families future.  Hopefully we succeeded 

this time. 

 

 

 
If you have an event coming up, a story to tell,  or would like to be featured in future newsletters 

then please contact our newsletter co-ordinator, Sarah Allen . 

Sarah.allen@diamondblackfan.org.uk 

 

 

 

 

 

 



 

 

 

Sharing Our Stories & Networking 
By Sarah Allen 

 

Finding out that you or somebody close to you has a rare disease can stir up all kinds of emotions,  and 

day-to-day life can face you with all sorts of challenges, sometimes in ways that you never imagined.  

Of course, life is full of highs and lows . . . But long-term illness requiring regular treatment, like DBA,  

can be life-changing and it’s only natural to sometimes feel that you are the only person in the world 

dealing with such things. I know I have found myself in that very position, feeling alone and full of 

despair about my son’s  rare condition, that a majority of medical professionals have not even heard of.  

But I found immense comfort in sharing Jamie’s story and ongoing journey with others going through 

similar or the same things via the internet, and also in reading other peoples stories too. Over the past 

few years I have used the internet to raise awareness for my son & his life with DBA, and to network 

with other families. 

 

I started out with a MySpace account and would regularly place blogs on my page.  It was a good way 

to keep our friends and family updated, and in a lot of ways an excellent way to let of steam! Before we 

knew it we had over 1,000 people worldwide following Jamie’s story and leaving messages for us. 

Suddenly I didn’t feel quite so alone anymore! 

 

 

Then I tried Facebook, as I thought it would be an ideal way to share our journey and keep family and 

friends updated with Jamie’s progress. It worked…but I longed for something more personal to Jamie, 

something that in years to come he could look at for himself and actually play a part in … I found that 

website, and cannot recommend it enough!! The site in question is called Caringbridge. 

 

    www.caringbridge.org 

 
Caringbridge.org is a very unique & easy to navigate website founded in 1997, which brings together a 

global community of care, powered by the love of family and friends in an easy, accessible and private 

way. Caringbridge currently has over 3 million members, and is armed with the humanitarian mission of 

connecting the sick with their loved ones via a personal webpage. The organisation is solely funded 

through donations, and keeps concerned loved ones informed of developments whilst in hospital, or just 

in general, without the additional burden and pressure of having to deal with large numbers of daily 

phone calls and emails. 

 

Creating a FREE personal webpage via Caringbridge is straightforward and only takes a few minutes, 

with just a few simple steps to follow. You can choose themes for your page and you are given the 

option to choose the level of privacy you prefer. 

 

There are various sections within your personal webpage - My Story, Journal, Guestbook, Photos, Links 

& Tributes - Plus it offers visitor counters for both your webpage and your guestbook. 

 

Webpages created through Caringbridge are not searchable through internet search engines, such as 

Google, so those people wishing to visit your personal page will need to be told the exact web address 

in order to access it. 

 

My son’s Caringbridge can be found @  www.caringbridge.org/visit/jamiesjourney, and that of our 

Acting Chairman’s daughter can be found @  www.caringbridge.org/visit/saskiagraham  

GO CHECK IT OUT!!! 

 

 

 

 



 

 

 

 

 

At DBA-UK we have been looking at ways for our members to share our stories, meet other DBA 

families & maintain contact. One idea is to implement something similar to what can be found on the 

US website (http://www.dbafoundation.org/families.php), where you are only one click of the mouse 

away from reading about the journeys of others and making contact with them. If this is something that 

you might be interested in then please get in touch. All feedback is very gratefully received, and 

consequently helps us to improve the benefits to our growing number of members and aids successful 

functionality of the charity. Let us know about your site by mailing info@diamondblackfan.org.uk and 

tell us if you’d be happy for us to link it from the DBA-UK website. 

 
We urge you all to please create a personal website, tell your story, keep everyone updated & 

share your support for one another! Staying in touch is important, and it is strongly encouraged.  
 

 

In this article I have mainly focused on Caring bridge -- Mainly to make sure that people out there are 

aware of it, but any personal website would be fine for you to share your story.  

 

 

There are also other ways to network and keep in touch with 

other DBA families in the U.K and around the world: 
 

- Discussion Forum on the DBA-UK website - 

This is a public discussion forum for people with an interest  in or connection to DBA, 

and can be found @  www.diamondblackfan.org/ya_forum/YaBB.pl  

 

Although this is a public forum, you are required to register in order to post 

messages, but registration is quick and easy. 

 

- NEW DBA-UK Yahoo E-mail Group - 

Although the forum on the DBA-UK website allows much better ‘threading’, it is also 

recognised that many people prefer to receive e-mails rather than having to log into a 

forum. 

 

A Yahoo Group enables members to e-mail everyone in the group with just one e-

mail. 

 

The *NEW* DBA-UK Yahoo Group can be found @  

www.uk.groups.yahoo.com/group/DBA-UK 

 

There are also other worldwide e-mail groups connected to DBA within Yahoo 

Groups. 

 

- NEW - DBA-UK Facebook Group - 

Are you on Facebook? Why not join the *NEW* DBA-UK Facebook Group @  

www.facebook.com/group.php?gid=85069525487  

 

 

 

 



 

 

 

Links & Further Information 
 

www.diamondblackfan.org.uk 
DBA-UK Website 

 

www.diamondblackfan.org/ya_YaBB.pl 
DBA-UK Forum 

 

www.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 

 

 

www.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 

 

 

 
If you have an event coming up, a story to tell,  or would like to be featured in future newsletters 

then please contact our newsletter co-ordinator, Sarah Allen . 

Sarah.allen@diamondblackfan.org.uk 

 


