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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 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. 

 



 

 

 

Introduction from the Chair 
By Stuart Graham 

 

Welcome to our Christmas and New Year Newsletter: Sort of a Newyearsletter. Seasons 

greetings, and I hope your Christmas period is treating you well. Personally I’m 

concerned how kind the season will be on my midriff after a recent bout of swine flu not 

only knocked me for six but also prevented me training for and running a half-marathon 

as I had promised you in the last Newsletter. Many of you, however, have been out 

working hard to raise funds and thank you for that. Treat yourselves to an extra mince 

pie! 

 

We’ve tried to pack lots of interesting stuff into this Newsletter, whilst keeping it snappy. 

Conference 2010, our 10th anniversary Conference, is leaping excitedly on the horizon, 

and we’ve got preliminary details of that. It should be a good one. There’s also a report 

from a recent meeting with our Medical Advisor, and lots of other bits and pieces for you. 

 

Your involvement in the Charity on many levels is, as ever, the critical factor in its 

success. I’d like to encourage you to keep raising funds, keep asking questions, keep 

speaking to each other, and to keep fighting the good fight against this unlucky slice of 

fate which so many of us have been dealt. 

 

It would be great to see more patients, and families affected by DBA, meeting up with 

each other on an informal basis. Would you like to like to meet other DBA patients and 

families in your area? Would you like to be put in touch directly with other patients who 

are going through similar experiences to you, or similar experiences to those you are 

about to go through? With prior agreement, DBA-UK are able to subsidise small social 

gatherings where there is member benefit. Please let us know your thoughts. As a start, in 

the New Year I’m looking to host an event in London for local patients and families. 

Please get in touch if you are interested in this or fancy organising something in your 

area. Go on! 
 

 

I’ve been instructed to keep it brief. Enjoy. And keep in touch! 

 

Stuart.Graham@DiamondBlackfan.org.uk 

 

Oh, and for those of you who asked about my bees, both hives are now tucked up safely 

for the winter, and I’m counting the days till Spring when they’ll start flying in earnest 

again. 

 

 
 



 

 

 

Letter from Newsletter Editor & Co-ordinator 
By Sarah Allen 

 

Welcome, Welcome One & All!! May I begin by wishing each and every one of you a 

Merry Christmas & a very Happy New Year! As I write this it is snowing outside, which 

is certainly helping to bring the festive spirit along. Personally I can’t wait for Christmas 

day to get here. For most the festive season is all about family and I know I can’t wait to  

see my kid’s faces lighting up on Christmas morning. It’s chaos with 5 of them, but a 

‘nice’ kind of chaos! 

 

I hope that you all got to check out the Spring/Summer 2009 Newsletter. This was my 

first attempt at creating one for DBA-UK, so I’m hoping that at least one of the articles 

may have caught your eye, and that you’ll come back to read them and keep up-to-date on 

what we’re doing in the future. Also, if anyone is interested in submitting an article, 

news, useful information or photographs to be included in future newsletters then please 

contact me via the e-mail address below. We are always interested to know what our 

members are up to, so please don’t be shy! It’s YOUR newsletter, so have a say in what 

goes in it! 

 

On another note, due to Vanessa Webb standing down as the Chair of DBA-UK, our 

Acting Chair, Stuart Graham will be our new Chair until our next AGM at the annual 

Conference next year. I’d like to, on behalf of DBA-UK, thank Vanessa for all her efforts 

and wish her well in the future, and welcome Stuart as he steps up to the challenge for the 

next few months. I have to say, I am pretty impressed with Stuart’s ideas, enthusiasm and 

hard work so far, and wish him the best of luck. 

 

Our next newsletter will be a Pre-Conference Edition, due out around March/April. 

Conference 2010 is fast approaching, and we hope to see lots of you there! For further 

information please contact Nikki.Dewick@DiamondBlackfan.org.uk 

 

Be Safe Everyone! 

 

Sarah.Allen@DiamondBlackfan.org.uk 

 

 
 

 

“From home to home, and heart to heart, from one place to another 

The warmth and joy of Christmas, brings us closer to each other” 
                                                                                  ~ Emily Matthews ~ 

 

 

 



 

 

 

Yahoo Groups & The Forum 
By Stuart Graham 

 

 

I’d love to see more inter-member communication going on, and for some people the internet is a 

good place for that. 

 

If you’re not already a member of the UK DBA Yahoo Group, click on 

http://groups.yahoo.com/mygroups and join the group “DBA-UK” (you’ll first need a Yahoo ID 

to do this). Joining this group means that you can then send normal eMails to DBA-

UK@yahoogroups.co.uk which will go to all other members (~50 people at present). On the 

other hand, if you don’t want to receive every message as a mail, you can just elect to get a daily 

digest, or to receive no eMails at all and just read the messages on the Yahoo website. There is 

also a larger group which is mainly frequented by US patients and families (see links). 

 

The DBA-UK website, http://www.diamondblackfan.org.uk/, has a web forum on which people 

can exchange views. New users can create their own login and post items after a short while. 

 

Also, we’re currently looking for volunteers to share their DBA story with other members. We 

believe this will be of benefit to everyone. Please get in touch if you’d like to be involved and we 

can help you to do this. 

 

If any of this sounds like gobbledygook, but you’re interested and would like to find out more, or 

you want a hand setting it up, then please get in touch. 

 

 
 

 

Ask The Doctor 
By Stuart Graham 

 

 

For case specific questions, your own Consultant is always the best place to start. However, 

DBA-UK is a good place to ask your DBA questions, particularly general ones where the 

answers might be useful to others. The Committee meet with the medical advisor to DBA-UK, 

Dr de la Fuente, every few months and also have good contacts with other DBA doctors and 

nurses. There were only a few questions this month, and here they are. 

 

 

Can and should we invite a wider range of UK haematologists to the conference (idea here is 

that these other doctors will gain insight into the wider range of patients)? 

 

It’s not clear this is the best way to achieve this. One great way for consultants to gain a better 

understanding of DBA would be for them to attend the British Society of Haematology annual 

conference. Last year, Geoff Lipton (top DBA doctor in the US) was the key-note speaker on the 

Paediatric day (as invited by Dr de la Fuente).  

 



 

 

Also, DBA-UK hopes that consultants whose knowledge of DBA is limited will be helped by the 

instigation of an NHS Standard of Care document. The Committee aim to kick this off in the near 

future. Also, all UK DBA patients are welcome to contact Dr de la Fuente (preferably with their 

own consultant’s consent) to request an annual clinic session. 

 

A 13 year old patient has creaky joints and is very double jointed. The consultant has ruled out 

any arthritis, and is recommending physiotherapy. Do you know how other DBA sufferers 

have got on during this phase? 

 

No, this is not known as a general symptom of DBA, but DBA-UK would love to hear from other 

patients who might report similar things. However, there is growing suspicion that in some cases 

there may be some association between DBA and osteoporosis, hence a DEXA scan might 

provide insight. So perhaps discuss a DEXA scan with your consultant. 

 

<Father and mother> are both blood donors and with <small island> being small there is a 

possibility that <name> may receive our blood during one of his transfusions.  If at a later 

date <name> required a bone marrow transplant from his sibling who is a HLA match would 

he face a greater chance of Graft Vs Host Disease if he had received some of our blood during 

one of his routine transfusions? 

 

This fell into the “very good question” category, and Dr de la Fuente did admit to concerns at 

two levels, both prior to transplant and during it, although both these concerns were slight due to 

the low probability of an issue arising. He is going to speak with the National Blood Transfusion 

service to follow up on a couple of thoughts he has resulting from this question. 

Late Edit: In this unusual case the blood donating parents were able to get agreement from the 

local blood transfusion service to flag the blood as unsuitable for their particular child, so 

avoiding the question and being able to keep donating blood. 

 

 

 
 

 

DBA-UK Meeting with Dr de la Fuente, November 2009 
By Stuart Graham 

 

Research proposal.  

Dr de la Fuente and his team have submitted a research proposal and have asked for funding 

from DBA-UK for the project. There is much discussion around this, and the proposal is under 

consideration by DBA-UK Committee, and it is also being reviewed by other doctors. 

 

What’s hot and new in global DBA research?  

See the note in this Newsletter. Further updates might be expected after the American Society of 

Haematology (ASH) conference in New Orleans in December and the DMAF conference in New 

York in March. 

 

When will the UK leucine trial be happening?  

The leucine trial hopes to establish some information on the effectiveness of certain amino acid 

dietary supplements for DBA patients. Dr de la Fuente is still discussing protocols with the 

Czech doctors and speaking with UK regulatory bodies. He currently anticipates a late Spring 



 

 

2010 start. How’s it going with the expanded range of genetics testing for UK patients?  

Progressing. Around 10 patients have now had all 7 genes tested although results are still yet to 

be compiled and sent out. Most UK patients will need to wait till UK Clinical Pathology 

Accreditation is given (UK regulator) probably in May 2010. Also, it is now looking more likely 

that patients will be NHS local Trust funded for this testing (though this is not certain). 

 

Flu Vaccinations.  

Yes, in general DBA patients (and their families) should have flu vaccinations for both seasonal 

and H1N1 strains if they are either on steroids of less than 1mg/kg/day or are transfusion 

dependent or they are post bone marrow transplant. However, this general advice should be taken 

cautiously since individual cases can differ so widely and patients are advised to consult their 

own consultants. 

 

Conference2010.  

Looking forward to coming and bringing colleagues (as mentioned elsewhere in this Newsletter). 

Happy to do brief one-on-one clinics, as are the other medical professionals. 

 

 

 
 

 

Current Research Information 

 
The greatest advance in the research of DBA in the last few years has been the discovery of 

further genes affected in the condition in addition to the original RPS19. We now know the 

defects affecting almost 50% of the patients and these are always in ribosomal proteins. 

Ribosomal proteins are the different components which make the ribosome, hence the name. 

 

The genetic information of a person is held in the DNA. This information needs to be read and 

made into proteins for the information to be put into effect. Proteins are what the structure of our 

bodies is built of and make the different parts of our bodies work (for example: proteins make 

our muscles move, the haemoglobin is a protein which function is to carry oxygen to the different 

parts of our body so that we can make energy, different proteins digest the food we eat, etc.). The 

ribosome reads the information provided by the DNA and makes the proteins. The ribosome is 

very complex and made of many different parts, which are the ribosomal proteins and some of 

them are abnormal in DBA. 

 

We do not know yet what gene is gone wrong for every single patient with DBA. In fact, only 

now are we starting to be able to develop the possibility of testing those genes which have been 

found. However, all the genes found belong to the same type, ribosomal proteins, which means 

that almost certainly all the remaining ones are going to be genes that affect ribosomal proteins 

or the way they work. To know what type of genes is wrong in DBA is very important because it 

allows us to focus in what their job is, how they fail to perform their function and think of what 

we can do to restore it. It is mainly to these areas that work on DBA is turning to. 

 

 

The work of many scientists around the world is relevant to DBA, as I summarise below. Many 

of them are not strictly speaking working on DBA as such. They may be scientists working on 



 

 

how proteins are made or studying different ways in which our cells grow and develop.  

This is normal in medicine. We all know that DBA is a rare condition and unfortunately often not 

well known even by many health professionals. But what has gone wrong in DBA is very 

fundamental to the way cells work as I have explained before and therefore very relevant to 

understanding how we work, hence DBA is linking many different professionals. This is why it 

is so important for an organisation like the Daniella Maria Arturi Foundation to bring together 

once a year the most important scientist and physicians whose work can relate to DBA. 

 

1.    DBA genes and their effect 

There are several groups finding out the remaining genes and particularly trying to understand 

how the ribosomal proteins affected cause DBA. Hanna Gazda (The Children’s Hospital, Boston, 

USA) in collaboration with Jeff Lipton (Schneider Children’s Hospital, New York, USA) has 

found the new mutations, including the fact that RPL5 is associated with cleft palate and both 

RPL5 and RPL11 with both heart and thumb abnormalities. Sharon Singh (Schneider Children’s 

Hospital, New York, USA) is working in embryonic stem cells to understand how the 

development of blood production is affected by DBA. Alan Warren (University of Cambridge, 

UK) working on the three-dimensional structure of RPS19 and how abnormalities may affect its 

function and they way it interacts with other proteins. Stephen Ellis (University of Louisville, 

Kentucky, USA) is studying how ribosomal proteins work. Niklas Dahl (Uppsala University, 

Sweden) is working how the cycle of the life of a cell is affected by DBA. 

 

 

2.    Link to apoptosis (cell death) 

The most apparent defect in DBA is that red cells do not mature because they die at early stages 

of maturation. Several groups are working to understand how ribosomal proteins affected by the 

DBA mutations result in cell death, which is called apoptosis. Colin Sieff (Dana Farber Caner 

Institute, Boston, USA), Pierre-Emmanuel Gleizes (Universite Paul Sabatier, Toulouse, France) 

and Kelly McGowan (Stanford University, California, USA) are working in this area. 

 

 

3.    Genes that may modify the condition 

All the problems we see in DBA may not be the direct effect of defects in ribosomal proteins. It 

may be that defective ribosomal proteins mean that other genes and proteins do not work well or 

that variations in other genes modify the condition. The most interesting work in this area relate 

to the FLVCR gene which may explain why patients with DBA seem to have a disproportionate 

problem with iron accumulation in comparison with other transfusion dependent anaemias. 

Sioban Keel (University of Washington, Sheattle, USA) and Chetan Taylor (The Hospital for 

Sick Children, Toronto, Canada) are working in this area. Adrianna Vlachos (Schneider 

Children’s Hospital, New York, USA) is working in determining the characteristics of those 

patients who achieve remission. 

 

4.    Animal models 

Scientist working on this aspect are trying to create artificially the same defect that happens in 

patients with DBA in animals which can then be used in the laboratory to study the condition and 

test treatments. This is often difficult because animals do not always behave like humans, but 

very important information can be gathered from this work and most conditions which are well 

understood have been studied in depth in animal models.  

The most important groups working in this area are David Bodine (National Institute of Health, 

Bethesda, USA) and Stefan Karlsson (University of Lund, Sweden) working in the generation of 

a mouse model, and Kathleen Sakamoto (Mattel’s Children Hospital, Los Angeles, USA) 



 

 

working on a zebrafish model.  

Mouse models are very well understood and standard for most conditions. Zebrafish models may 

seem surprising, but are possibly the best models to study blood development. 

 

5.    Therapeutic 

There are different groups working on early stages of possible treatments for at least some 

aspects of the condition. Adrianna Vlachos (Schneider Children’s Hospital, New York, USA) is 

working in setting up a leucine trial; Johan Flygare (Whitehead Institute of Biomedical Research, 

Massachusetts, USA) is looking at how steroids increase the maturation of red cells; Anupama 

Narla (New York, USA) on how lenalinomide and dexamethasone rescue red cell production, a 

drug used in myelodysplactic syndromes; Monica Bessler (Washington University, St. Louis, 

USA) on products that allow some genetic defects to be ignored when reading DNA and are 

being investigated in CF. 

 

 

 

 

 

Human Fertilisation and Embryology Authority 

(HFEA) Meeting 
By Stuart Graham 

 

 
 

 

On 1st December I went to the Barbican in London for an afternoon hosted by the Human 

Fertilisation and Embryology Authority (HFEA). The event was ”focused on listening to views 

about case-by-case decision making in PGD [pre-implantation genetic diagnosis]”. This was 

pertinent to us since pre-implantation tissue typing is one of the types of embryo testing where 

clinics need to apply to the HFEA for permission on a case-by-case basis. The use is still quite 

rare but several DBA patient families, after deciding to have another child, have gone through the 

process in an attempt to ensure that child is a tissue match for a DBA-affected sibling so that 

umbilical cord blood can be used in a bone marrow transplant. I attended that meeting both as the 

representative of DBA-UK and as someone who has put his own family through PGD and the 

HFEA case-by-case process (resulting eventually in a wonderful new (now 4 year old) daughter 

and a successful bone marrow transplant for her big sister). 

 

 

The afternoon was extremely interesting. After a few presentations from people with opposing 

views, we settled into open discussions on the main talking points of the day. In a nutshell, the 

main topic relating to DBA was to assess the need to keep the reviews for PGD tissue typing on a 

case-by-case basis. This entails each patient going through the process having to have lengthy 

application forms completed by a variety of doctors, followed by an approval process with the 



 

 

HFEA.  

Even though the HFEA have recently set up a “lighter” committee to review such cases (for 

conditions where similar cases have already been considered, such as DBA) there is still much 

bureaucracy here and this new setup has yet to be tested to see if it is an improvement on the old, 

very slow process. 

 

It was soon clear that the vast majority of delegates were of one opinion, namely that the current 

case-by-case procedure was slow, cumbersome, unnecessary and added no value since 

applications were always the same for patients of any particular condition (eg DBA). The 

implication would be that, for PGD tissue typing, conditions such as DBA which have already 

passed the scrutiny of the HFEA should be moved onto their condition-by-condition model, in 

other words with DBA patients not having to apply individually for permission to the HFEA. Dr 

de la Fuente was there arguing for this point, and he also pointed out to the HFEA that he had in 

fact originated over half of all such applications across the whole UK (not just for DBA) and 

hence probably had a good idea that the current process had questionable value. He added that 

controls were important though, and that it would be better for the HFEA to get rid of the case-

by-case reviews and team up with clinical doctors to better define guidelines under which 

patients could get automatic permission for PGD tissue typing in certain cases. This makes a lot 

of sense to me and there was general consensus around the table. We’ll see the results of this 

consultation process some time in 2010. I made the effort to be vocal in the discussion, and I 

think I achieved my aim not only to push for a better system, but also to get DBA-UK a little 

more out there on the map. 

 

It was interesting to hear that to date there have been very few applicants in the HFEA’s case-by-

case system and even fewer for tissue typing. More information on the discussion event can be 

found on http://www.hfea.gov.uk/5602.html. In fact there’s a fair amount worth while 

reading around the HFEA site if you’re interested in PGD. Also, I’m always happy to speak with 

people about it (as are a few others in DBA-UK), so if you have any personal questions then 

please get in touch. 

 

The afternoon was also good because I got to meet a bunch of interesting people with whom I 

will follow up in the next few months. I spoke at length with the Secretary of Fanconi Hope and 

also chatted with someone from the Thalassaemia Society, someone at the Genetics Interest 

Group, and quite a few people at the HFEA. 

 

 

 
 

 

Medical Funding 

 
There have been many terrific fund-raising activities this year, but how is that money spent? The 

Annual Conference is a good example of how DBA-UK puts funds to good use. However, it’s 

been a while since there was any direct medical funding taking place, and the Committee is 

currently considering a couple of proposals. So we are getting the technical documents reviewed 

by other doctors & trying to evaluate the benefits to members vs. other things money might be 

spent on. One such project is an in-depth analysis of how steroids work (or not) in blood 

production, using some cutting edge next generation genetic sequencing technology.  



 

 

 

Another is a proposal to revive the UK DBA Registry which would attempt to collate 

information across all UK DBA patients & analyse the results. These proposals are still under 

discussion. It can be quite a lengthy process to get things kicked off, but we want to make sure 

that hard-fought funds are spent wisely. If you have any strong feelings about medical funding 

we’d like to hear your views. 

 

 
 

 

DBA-UK Conference 2010  ~  21st- 23rd May 
By Nikki Dewick 

 

Preparations are well under way for our 10th Anniversary conference.  With Dr De La Fuente  

and 3 other speakers from Imperial College Health Trust already confirmed there will be plenty 

of information for attendees both new and old.  As well as current information on DBA, topics 

will also include ‘Healthy eating for DBA’, ‘Side effects of steroids and chelators’ and ‘Dealing 

with pain /compliance issues’.   

 

There will also be a number of panel discussion sessions, similar to last year, where group 

discussion of issues will be encouraged.  Topics for these sessions have yet to be finalised, so if 

there is something you feel we should discuss please email your ideas to our conference 

coordinator (see below for email address). 

 

The healthcare professionals have also offered to take part in brief private mini sessions with 

families. Although it will not be possible to discuss exact treatments (without the patients 

medical notes it would be unfair to ask them to) this will be an ideal opportunity for families to 

raise questions privately on subjects that are not covered in their presentations 

 

The specialists will be – 

Katy Elwig, Paediatric Dietician. 

Nicola Hussain, Paediatric Pharmacist. 

Irene Cullen, Lead Play Specialist, with a main interest in pain and compliance. 

 

Katy also has offered to prepare a session of exercises/aerobics for older patients and family 

members who may wish to learn a routine to maintain oneself fit and healthy 

 

The conference will take place at the same venue as last year the PGL centre at Caythorpe Court, 

Lincolnshire. The children have a wonderful time and are so busy that the conference is not 

interrupted every 15 minutes by hordes of bored children looking for their parents. We will be 

using the centre’s new cabins which should allow us to house even the larger family groups 

together (something we have never been able to do before in hotels) and everyone will have en-

suite facilities. 

 

As last year, Crèche facilities will be provided, supervised by NVQ level 3 Nursery qualified 

staff, for the younger children. 

 

 

 



 

 

 

The committee are hoping to organise a barbeque on the Saturday night so that we can all spend 

as much time as possible getting to know each other in a social environment.   As usual there will 

be a raffle, so prizes (unwanted Christmas presents for example) would be more than welcome.   

Although the conference will finish at lunchtime on the Sunday, if there is significant interest in 

stopping for a few hours into the afternoon, we will see if the meeting room can be made 

available.  Again, please email our conference coordinator if you would like to extend the 

Sunday.  

 

nikki.dewick@diamondblackfan.org.uk  

 

 

 

 
 

 

 

Fundraising 
By June Kynoch 

 

 

As Christmas approaches and our minds turn to Santa’s arrival the Turkey dinner and all 

the family coming for lunch, fundraising goes out of our mind.  Could I just take this 

opportunity to ask you to spend a few minutes to think about Fundraising?  Why is it 

called Fundraising? … Well it is all in the first three letters … FUN! Fundraising is just 

that Fun, and there are lots of things that you can do to help us raise funds and help to 

keep the conference and research going.  There are a number of things that we all can do; 

they don’t have to be large events. You could hold a coffee morning. Or organise a disco 

night.  If you are short of ideas there is a Fundraising pack available which gives tips on 

the legal aspect and ideas.  This is available on the DBA-UK Website. You could ask 

your local Asda, Morrison’s, Sainsbury’s or Tesco if they would supply an item for a 

raffle, or indeed any of the larger stores in your area. 

 

If you want to organise a large cycle ride, and you don’t know where to start, then I can 

help and give you ideas for the C2C and give you accommodation addresses. 

 

The Great North Run was a huge success this year raising in excess of £13,000+ which is 

our best year ever.  HURRY HURRY HURRY.  If you are a runner or you know anyone 

that would be interested in a place there are 13 places for next years run which is 19th 

September 2010. Please contact me at  June.Kynoch@DiamondBlackfan.org.uk  for 

further information on this, or any other aspect of fundraising. 

 

I would now like to wish you all a Very Merry Christmas and a very Happy Fundraising 

New Year!  

 

 



 

 

 
 

Fundraising Thank You’s & Information 
By Sarah Allen 

 

As we are coming to the end of 2009, DBA-UK would like to extend their sincere thanks to those 

that have helped to raise valuable funds for the charity this year. Whilst it is not possible to 

mention everyone by name, we thought it would be nice to feature at least some of those that 

have taken the time and effort to support DBA-UK and it’s growing community of 

members….and to also remind you to keep up the good work in 2010.  

 

The Coast to Coast Bike Ride 2009 was a real money-spinner, so well done June & Co for 

organising that.  

 

Huge thanks to Natalie Barb who, very bravely, ran a Half-Marathon this year in aid of DBA-

UK.  

 

A Big thank you to Tricia Redmond & 13 members of her family who recently ran in the Great 

North Run, raising over £13,000 for the charity. Well done all of you!  

 

 

 
 

 

Tricia & Peter Redmond’s son Joe (Pictured) has DBA and they work very hard to help raise 

awareness of the condition, and also to promote the charity. The Redmonds’ daughter’s school 

opted out of the ‘Jeans for Genes’ day, and decided to do ‘Jeans for Joe’ day instead, with all 

proceeds going to DBA-UK. What a fantastic idea!  



 

 

 

 

 

 

 

 
 

 
 

Joe Redmond with Daddy, Peter ~ GNR ~ 

 

 
 

And last, but by no means least, a big thank you to Michael Rhodes, a 41 year old postman from 

Ramsbottom, who also suffers from Diamond Blackfan Anemia. Michael hosted a charity 

evening, and raised over a thousand pounds for DBA-UK. Michael is a personal friend of mine 

and he is a true star, despite all that life has thrown at him. So, a big well done coming your way 

Michael!  

 

Mr Rhodes has also written a short article for us about his life & DBA. If anyone has any 

feedback for him, then I will happily pass it on. 



 

 

 

 

 

My Life & D.B.A 
By Michael Rhodes 

 

 
 

“My name is Michael Rhodes and I am 41 yrs of age. I have been on a rocky road with many ups 

and downs along the way. Here is a little bit about my life.  

 

I was born a good weight (8lb 5oz) but I was very pale. The doctors insisted I was fine, but after 

about a month I began having feeding problems, so was admitted to hospital , at which time I had 

my first blood transfusion, as my H.B. was only 2.5! The doctors seemed to think that I'd be ok 

after this, but my blood levels just kept dropping, so after a bone marrow test ( I still have the 

scar! ) the doctors told my Mum & Dad that I wasn't making enough red cells. She was advised 

that I would have to be transfused for the rest of my life. Could my body take it? …  Probably not 

said the doctors. There was no mention of iron overload either. They also didn’t know the name 

of the condition at that time. 

 

After numerous visits to hospital for check ups and blood transfusions, catching 2 buses get 

there,  it was decided to try me on a steroid injection called Synachen Depot. This was to be 

given 3 times a week. The injections were sore at times,but I accepted it as my new way of life. 

My haemoglobin stayed at a steady level for quite some time. It was only when they tried 

lowering the dose that my red counts went down.  

 

During my school life I played football and cricket for the school. I also played cricket for 

Heywood u13‘s,  u15’s and u18’s. I also had trials for Lancashire and played for my hometown. I 

went on school holidays to play football in Germany and Holland. I was living life to the best I 

could and my friends didn’t think any different of me. My school life was a mixture of highs and 

lows. 

 

As I got older I used to do all the lad things …  Women, beer,  lads holidays etc …  and I met my 

wife Sharon whilst on a night out with my mates. 

 

In the late 80s I started to get small warts on my hands and they eventually got worse and spread 

quite quickly on the backs and sides of my fingers. I also developed inflammation in my eyes, but 



 

 

despite a multitude of tests the doctors didn’t know what was causing it. They still don’t. I have 

had both cataracts removed now due to this and a lens implant put in one eye. I have had lots of 

chest infections too and seem to catch colds and virus’ easily. 

 

About 5 years ago I decided to go back on transfusions.  Mainly because of all the side effects I 

am experiencing now. I am under quite a few doctors , but I always work my appointments 

around me and not me around them. I live as normal a life as possible … but what is normal??!  I 

have been abroad to America and I have a full-time job working as a Postman. I am a laid back 

person and live life to the full.  

 

DBA is something the cards have dealt me, and there really isn’t a lot I can do about it. There are 

times when things get me down, but think that there are people out there a lot worse off than me.  

 

 

 

 

 

 

 

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 

 


