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Introduction from the Chair
By Stuart Graham

Welcome to our post-conference newsletter. It’s been a couple of months since Conference
2010, our 10th Anniversary Conference, but the memories are still fresh of full seminar
sessions, our group exercise session in the sun, that terrific Barbie and the camp fire sing-
song. Thanks to all those who came along to conference and making it a wonderful event,
with 160 people attending and so many speakers. Thanks too for your positive feedback,
which you can read about elsewhere in this newsletter.

DBA-UK continues to move forward for the benefit of members. We have many, many
agendas to pursue this year as you heard about at conference. On the medical side we are
evaluating medical research funding proposals, looking into initiating a UK DBA medical
network, hoping to begin the long of job of creating an NHS Standard of Care, pushing for
further progress on a leucine trial, the genetic testing of UK patients and the updating of a UK
DBA registry. The charity is aware that we still need to improve communications with you as
members, and between members. We need your help in this. Again, I’d urge you to get in
touch if you’d like help organising a get together of people affected by DBA in your area. The
charity also has a target of further improving contact with other groups this year: medical
professionals, patient support groups of similar conditions, government and independent
medical-related bodies, and DBA groups in other countries. This is an ambitious agenda, and I
suspect there will be successes and failures before I am able to present to you again at next
year’s AGM. The DBA-UK committee meets (on-line conference call) every 4 weeks to push
forward these many agendas, and committee members are working hard for you. The
feedback we got at conference was very encouraging. Thank you. But we would always
welcome more constructive comments, and I promise such comments will be given proper
consideration, so don’t be shy: it’s your charity.



Letter from the Editor
By Sarah  Allen

Hello, and welcome to the Summer Edition of the DBA-UK Newsletter. Hoping that you, our
members, are all well, and enjoying summertime - or lack of it! And, for those of you that
were able to attend, I hope that you enjoyed the 10th Anniversary DBA-UK Conference in
May. It was a fantastic weekend, and it was wonderful to see so many patients & families
there. This was my family’s 4th Conference, and we look forward to catching up with old
friends and meeting new ones each year. For the 2nd year running I have took on the role of
Newsletter Editor & Co-ordinator, in the hope of bringing you all the news and information
from DBA-UK & beyond. As always, if anyone is interested in submitting an article or
photographs or reporting news to be included in future newsletters then please contact me at:
sarah.allen@diamondblackfan.org.uk We are always interested to know what our members are up
to, so please don’t be shy! It’s YOUR newsletter, and YOUR charity, and we’d love to hear
from you!

I spent the first part of my summer holidaying with my family in Devon. Such a beautiful
place and we took home many fantastic memories with us. Jamie was medication-free for the
fortnight, but has started intensive 24/7 chelation through his port since we’ve been back, in
prep for his bone marrow transplant. As always, he just takes it all in his stride. Our kids
never cease to amaze me!

Keep in touch! :o)

"Supposing a tree fell down, Pooh, when we were underneath it?"

"Supposing it didn't," said Pooh after careful thought.

Piglet was comforted by this.

From ‘Winnie The Pooh’



DBA-UK Governance and Constitution
The DBA-UK Committee would like to make you aware of something which affects the governance
of the Charity. We don’t feel it’s something which will affect the way the charity behaves or the
services it provides to its members.

The Charities Commission requires that charities have a governing document: the original DBA-UK
constitution was created in 2000 when the charity was started. An amendment to this was passed by
members at the 2006 AGM. During a recent governance review the DBA-UK committee discovered
an oversight: the Charities Commission had not seen this amendment. We then sent it to them but they
rejected the amendment. This means that DBA-UK is still governed by the 2000 Constitution, which
you can find on our website.

In the past six months we have been reviewing the charity’s governance and we also identified the
same issues as the reason why the amendment was rejected, so in fact we feel what’s happened has
been somewhat positive in outcome. The committee has treated this very seriously to make sure DBA-
UK is on a firm footing going forward, and have discussed the issue at length. We are satisfied that
this is not something which will affect the way the charity behaves or the services it provides to its
members. We have reviewed the 2010 AGM elections and believe they are valid as the meeting
appointed a Chairman, Treasurer, Secretary and 7 Executive Committee members, as per the 2000
constitution. We have also conducted conversations with the Charities Commission, and they are
satisfied that we have dealt with this issue in a satisfactory manner, with no ill effect on the charity or
members. The governance review is ongoing too, though with the better, 2000 constitution we now see
this as less pressing.

The core issue we had identified with the 2006 amended constitution was also the reason why the
Charities Commission rejected it. Legally, trustees are the named individuals who are responsible for
the running of the charity. In the case of the DBA-UK 2006 amended constitution Trustees did not
have control of the charity, but they were instead only a minority subset of a larger executive
committee, with this committee being given power to make all decisions for the charity. Hence the
issue: those legally responsible for the charity did not control the decision making. The original, 2000
constitution did not have this issue, hence the decision to revert to that one. In fact the 2006 amended
constitution was never in effect since it was invalid.

In response to the situation, the committee drafted a short “Certification of ability and willingness to
be a trustee” which details the serious responsibilities entailed as a trustee. Each of the people who
you, as a DBA-UK member, saw as committee members at the 2010 AGM was offered the
opportunity to sign this self-certification to show their understanding and commitment to DBA-UK
and the important role as a charity trustee in the legal sense. Each of the 10 people who you saw as
committee members at the 2010 AGM signed this document. So, in summary, the committee is just as
how you thought it was at Conference 2010, but things are a bit tidier behind the scenes.

We’d like to take this opportunity to apologise to you for what has happened. It’s been poor. We are
particularly sorry in light of the very positive feedback you gave us during Conference 2010.
However, it is thanks to the work of the current committee in its governance review that we have
identified this issue and we are confident that these efforts will lead to the most appropriate and
effective governance for the charity in the future.

It is, of course, our intention that DBA-UK gets on with providing services to its members, rather than
conduct self-adminstration! Members of the DBA-UK Committee have been hard at work since
Conference 2010. We are excited by the prospect of many initiatives this year, and look forward to
sharing these with you in future.

If you have any concerns or questions about this issue, please feel free to contact us.



Your Opinion Matters
By John Carty

Elsewhere in this newsletter, you will see the results of feedback received from families
attending the 2010 Conference. From these responses, and other conversations held during the
weekend, we have drawn up a list of potential action points, and are prioritising and starting
to work through some of these.

However in addition to this valuable feedback, we would also like to have input from those
families that were not able to attend Conference this year.

Annual Conference
On the Conference itself, we would like to know why you were not able to attend this year?
Have you attended one or more Conferences in the past?
What would persuade you to attend a Conference in future?

DBA-UK Committee
How do you feel that DBA-UK has performed over the last 12 months?
Does the committee have your confidence?
Has the charity been active on your behalf?
In what area would you like to see the committee focus its activities in the future?
Do you know who to contact if you need to?
You might also want to comment on communication, with each other or from the committee
(which could include quantity and quality of newsletters, website updates, emails, messages
on forums / mailing lists etc).
You can write as little or as much as you like.

The feedback we get from Conference attendees is very important to us, but it is just as
important for us that all of you who are not able to attend the Conference let us know what
you feel.

Please send your comments to me at john.carty@diamondblackfan.org.uk or
John Carty,
371 Quinton Road West,
Quinton,
Birmingham
B32 1QE.

I look forward to receiving your opinions and suggestions.

John Carty
Secretary, DBA-UK



10th ANNIVERSARY DBA Family Conference
By Sarah Allen

This picture shows 21 DBA patients at the conference

Over 45 families attended the annual DBA-UK conference and AGM at Caythorpe Court,
Lincolnshire. With fantastic weather the older children enjoyed the PGL activities (climbing, high-
wires, quad-bikes, archery and so on) while a creche took care of the younger ones, allowing the
families the opportunity to listen to a variety of speakers and to share experiences with each other.



Presentations were heard from :

Dr Josu De La Fuente WHAT IS DBA

Katy Elwig HEALTHY EATING FOR DBA

Nicola Hussain STEROIDS & CHELATORS
Copies of all these presentations can be found at www.diamondblackfan.org.uk/conference.html

Panel sessions were held on
• Benefits,
• Needles / Pumps / Chelators and
• PGD/PTT (Preimplantation Genetic diagnosis / Preimplantation Tissue Typing).

The medical professionals also ran 1 to 1 sessions and there was even an exercise class after the close
on Saturday.



Families enjoyed a BBQ and Camp-Fire on
the Saturday evening, followed by drinks
and chat in the bar.

And, as it was the 10th Anniversary
Conference there was even a cake! Lovingly
made by Natalie Barb.

I think we can all vouch for it being
absolutely delicious, so big thanks to Nat

Sunday saw a futher presentation from Dr De La Fuente on Research and the Future
followed by the Charity'a AGM. The minutes from this are included below.

A talk on fundraising was then followed by an open forum for members.

To top it all off, we had brilliant sunshine all
weekend. As always, a fantastic weekend!
Well Done to all the committee, and all
those that helped to make it such a great
conference. Special thanks to Mrs Graham,
Stuart’s mum, who did a fantastic job in
helping to keep the younger children
entertained, whilst us parents had the
opportunity to attend  the presentations and
chat to other families.

Hope to see you all again next year! :o)



Conference 2010 Feedback

All of us at DBA UK would like to say a big THANK YOU to all of our members who
completed a feedback questionnaire at this year’s conference.  Your opinion really matters and
we are thrilled to report that you have told us that the 2010 conference was a resounding
success!
Overall a whopping 84% of responses were rated as BRAVO or GOOD and you provided us
with some fantastic positive feedback on the event and the charity as a whole.  You have told
us that you were impressed with the range and quality of speakers at this year’s conference
and with the overall organisation of the event – so thanks again!
The most popular aspects of the weekend were the one-to-one sessions and the Saturday
barbeque, along with the fabulous weather, so we will be working hard throughout this year to
bring you more of the same next year. (I hear Stuart has perfected his sun-dance already)
Of course, there is always room for improvement and the committee will take all your
feedback seriously, particularly on childcare for the younger children which could have been
better this year.
We want to make the 2011 conference an even bigger success and will be using all of your
feedback to plan ahead for next year.  If you want to contribute further you can contact the
DBA UK Committee via the “ask the committee” section on our web forum or email us at:

committee@diamondblackfan.org.uk

Thanks for your continued support.



Corporate Fundraising:–
We need your help!
As part of our mission to deliver support, research and hope to
the DBA community in the UK, we will be launching a
campaign to attract donations from businesses to boost our
fund raising efforts.

Can the company that you work for help us?
We want to approach businesses to help raise money for DBA UK.  Many companies make regular
donations to charities as part of their business, whether as part of a Corporate Social Responsibility
program or simply by holding a raffle at their Christmas party.

For a small charity like ours, every donation can make a real
difference.  Just to be a nominated charity of a medium sized
company for example could significantly change what we
can achieve in the future.

We are seeking funding for our annual conference, a new
range of information leaflets, a UK patient registry,
important medical research projects and more.

Do you know a company that gives money to charity? Have
you asked your friends about their employers? Do you want
to approach your own employer but don’t know where to
start?

How you can help
If you feel that there is an opportunity for DBA UK to make contact with a company that you know, or
that you think could help, please contact our marketing officer:

matt.filer@diamondblackfan.org.uk

We will make a professional approach, including all the necessary information about DBA UK.  You
may be asked to be involved too, but there is no obligation on your part.

Remember that no opportunity is too small, so if you think you have a good idea to help with our
corporate fundraising, please get in touch.

Thanks for your support
DBA UK Committee



10th Anniversary Coast-to-Coast Bike Ride
By June Kynoch

The 10th Anniversary Coast to Coast Cycle ride took place over the 7th 8th & 9th May this year, with a
bumper number of cyclists 60 in all.  After a relaxing night in Premier Inn Whitehaven, the cyclist set
off down to the start line to dip their wheels in the Irish sea.  With our youngest cyclist being 16 and
our oldest being 65.

The day started off fine and dry for the fairly, easy first day, of around 51 miles.  First 10 miles is
alongside Ennerdale Railway path with some impressive views of the hills of the Lake District.
Kathleen and Gill made sandwiches for the cyclists for the first 10 mile stop. Ride was quite gentle,
then  there are steep climbs out of Keswick, and around Threlkeld, passing Troutbeck and into Penrith
for our overnight stop, with a few drinks and a hot meal.

Saturday saw a change in the weather with the wind blowing in the fact of the cyclists who had a hard
time climbing out or Penrith to the top of Hartside Pass, all hoping that the downward stretch would be
free wheeling all the way, but the weather had other plans and all had to peddle hard to get down the
hill.

After having a hot cup of tea and something to eat the cyclists started off down the hill with the wind
you our faces, looking forward to the next stop at Nenthead and a drink at the Miners Arms before the
last push of the day to get us in to Allenheads where a hot bath awaited us.  Then down into the bar at
the Allenheads in for a well deserved drink or two, and praying that Sunday would give us better
weather for the last 50 miles and the coast of Sunderland.  Sunday morning arrived and with it rain,
but all were resolved to the weather after they have just completed two days of cold and wind, and the
North Sea beckoned.  We arrived at Roker with the sun shining down, we could have done with this
all weekend.

The last of the sandwiches were eaten while we waited for the remaining cyclist to come in. Kathleen
and Gill put away their knives and butter, Dave and Jim pleased that they would not have to lift
anymore heavy bags from the vans and get them to the B&B’s.

All cyclists in and we returned to the Lambton Worm where we had a few drinks and said out
goodbyes until next year, some saying never again then changing their minds before they left.

Plans are underway for the 2011 ride, and all hoping that next year the weather will be kinder to us all.



Summary of Benefits Session at Conference 2010

Disability Living Allowance
Sometimes referred to as DLA , this is a tax-free benefit for children and adults who need someone to
help look after them or have walking difficulties because they are physically or mentally disabled.

DBA will not qualify for the mobility part of DLA on its own
There are three rates of care component depending on how your disability affects you:

• Lowest rate - If you need help or supervision for some of the day.
• Middle rate - If you need help with personal care frequently or supervision continually

throughout the day only, or help with personal care or someone to watch over you during the
night only.

• Highest rate - If you need help or supervision frequently throughout the day and during the
night.

You can get Disability Living Allowance for your care needs even if no one is actually giving you the
care you need, even if you live alone.

It isn't usually affected by any savings or income you may have.

You can get Disability Living Allowance whether or not you work.

You may be able to get Disability Living Allowance if you are under 65 and have needed supervision
or help with personal care. This must have lasted for three months and you are likely to need this help
or have these difficulties for at least another six months.

Apply through the benefits enquiry line 0800 882 200 or
http://www.direct.gov.uk/en/DisabledPeople/FinancialSupport/DG_10011731

Although the application form seems daunting, there is a lot of repitition.  Use your hospital social
worker (or the Citizens Advice Bureau)  to help you complete it.  They know the best ways to ensure
the assessor gets the right information.

Carers Allowance
Once your child qualifies for DLA (at medium or high rate care) you can apply for Carers Allowance
provided you are aged 16 or over and spend at least 35 hours a week caring for a them.  This is a
means tested benefit and can affect other benfits as well.  You cannot get Carer's Allowance if you are
in full-time education with 21 hours or more a week of supervised study or earn more than £100 a
week after certain deductions have been made - for example Income Tax.



Summary of Benefits Session at Conference 2010   cont...

Family Fund
The Family Fund helps families with disabled children and young people aged 17 and under to have
choices and the opportunity to enjoy ordinary life.

They give grants for things that make life easier and more enjoyable for the disabled child, young
person and their family, such as washing machines, driving lessons, computers and holidays.

They will consider a grant application where a family’s total income from all sources, including net
income and benefits, is below £25,000 in England and £27,000 in Northern Ireland, Scotland and
Wales.

Families can apply for things from attraction tickets to zoo trips, but we also encourage requests from
young people that have particular meaning to their age group such as driving lessons, laptops and
equipment for college.

For more information visit their website   www.familyfund.org.uk

Family Fund
4 Alpha Court
Monks Cross Drive
York
YO32 9WN

Tel 0845 130 4542 or 01904 621115
Textphone 01904 658085
Fax 01904 652625


