NEWSLETTER

Providing support to people affected by Osteogenesis Imperfecta

Conference
debut
for
new
CEO

Attending Conference
in October was a great
experience for me,
and I am already
working hard to try to

Patricia Osborne

sift through all the main ¢gq
priorities that you as T
members expect in terms of services
from the Brittle Bone Society.

Consultation

[ am grateful to those who have returned
their Feedback Forms and already it’s
helping me form a picture of what works
well and what we may need to change.
You will note that the newsletter is going
through a little bit of a transformation (a
work in progress). We need a name for
the newsletter and I hope you will help
offer up some suggestions! The Feedback
Forms are already coming in and
confirming that you want more
information on sport and that telephone
support is particularly important.
Members also ask for more information

on the results needed, I will let you know
the outcome soon.

Meeting members

If you don't agree with any of that—then
please do get in touch. Your views do
matter! [ look forward to attending our
Christmas event in Northern Ireland 5th
December and a members event in
Glasgow 6th December. If there is any
news you want to send in or any
suggestions—then please
do drop me a line.

As this is the last
communication till 2010
may [ wish you all a Merry
Christmas.

on medical advances. With more research
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BBS AGM
at Ashford

As most of you know
the Brittle Bone
Society Annual
Conference and AGM
was held in the
Ashford International
Hotel, Ashford , Kent
from Friday 2™ to
Sunday 4™ October
2009. There were 118
adults and 18 children
at the conference and

this included 38
members in
wheelchairs.
Sheena Moreland
Feedback Forms Hon Secretary

[ am glad to say that so

far most of the replies to the Feedback
Forms state that meeting old friends and
new and speaking to the medical people
and members who gave talks were Weﬁ
received.

VIPs

The Mayor of Ashford opened the
meeting and our new Chief Executive,
Patricia Osborne made herself known to
the members present. They were both very
popular and tEe Trustees are very grateful
to the Mayor and Patricia for starting the
conference off so well. Dr Allgrove a
consultant Paediatric Endocrinologist
spoke about children with OI. He
explained Osteogenesis Imperfecta and
how it can affect families then had a Q &
A with members.

AGM

The AGM followed, where it was decided
by a vote who the next board of Trustees
would be. This consists of :- the Honorary
Officers - Chair - Elaine Healey, Vice-
Chair Toni Potterton, Treasurer Mark
Peters and Hon. Secretary Sheena (Jane)
Moreland and the Trustees are Yvonne M
Grant, Emma Lewis, Simon McKeown,
Catherine Potterton, Samantha Renke,
Mark Ross, Lesley-Ann Starrett and Harry
Venet.

(continued on page 5) BBS agm
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Patricia meets CONTENTS

Margaret TJ Grant mse

[t was an honour to get to meet
Margaret Grant, and any nerves |
had immediately vanished the
minute we spoke to each other.
Margaret put me at ease straight
away. There were plenty of stories
and updates being shared, 1 was
made to feel most welcome by
David and Yvonne and [ am sure [
can learn much from this
incredible woman— in the months
ahead.

Margaret &
David Grant’s

Golden Wedding

The Brittle Bone Society was
established in 1968 by Margaret
Grant, who has OI. When she
was young Margaret was aware
that there was virtually no
support for people with OI.
When her daughter Yvonne was
born in 1961 very little had
changed. Margaret was
convinced that there were other
Ol people in the same position as
herself and so the Brittle Bone
Society was born. Margaret’s
tireless work was recognised
when she was awarded an MBE
in 1989. Margaret married David
Grant in 1960 and they are both
looking forward to celebrating 50
years of marriage on the 20th
February 2010. As always their
greatest wish is to help the Brittle
Bone Society. They know that
many of their friends are
considering giving them a gift in
honour of their anniversary and
would be delighted if instead,
people made a donation to the
Brittle Bone Society. You can do
this via the Just Giving page they

www.justgiving.com/
MargaretandDavidGrantGolden
AnniversaryAppeal

Donating through JustGiving is
simple, fast and totally secure.
Once you donate, they’ll send
your money directly to the charity
and reclaim Gift Aid. So it’s the
most effective way to donate.

So please, dig deep and donate
now because when you break a
wishbone, you can make a wish,
that one day the wishbone will be
the only bone to break.

Baroness Nicky Chapman
Obituary

The People’s Peer—

The Brittle Bone Society would like to pay tribute to
Baroness Nicky Chapman following her death in
September of this year. Nicky lived her life fighting for

the right to be respected and included. She truly was an g, oness Nicky
inspiration and the message posted in the front window Chapman RIP
of her home sums her up and leaves something for us

all to think about “Normal people worry me.” Rest in

Peace Nicky.
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DLA—BBS

Green Paper

Karen Whyte reports on
Medical and Support

Many of you may have heard
about the Green Paper giving a
total review of the care system and
requesting feedback and
consultation.

In all the media, most of the talk
has been focused on the risk to
Disability Living Allowance and
Attendance Allowance.

Assurances have been given that
there are no threats to Disability
Living Allowance, however the
same assurances have not been
given for Attendance Allowance.

The other part of this ongoing
discussion is how you want your
money to be spent. There is a
growing debate on giving the
control to local councils so that
they can distribute it fairly and
equally as appropriate for their
areas.

So, what does this mean for
people with Ol. The effects of this
consultation are going to be
evident within the whole care
system, they are looking at all
avenues, how to pay for care who
should provide the care etc.

The Brittle Bone Society has
drafted a response to this Green
Paper and we would urge you to
get in touch with your local MP to
raise your concerns.

Access Issues

Our new CEO Patricia is due to
attend a Cross Party group on
Disability at the Scottish Parliament
in December on the topic of ‘Access
Issues’—and we will be posting
updates on the website and hope we
can get a debate going with you—our

media/sport

Jack Binstead
Sport
Personality of
the year Award

Sportsman Jack Binstead has
just scooped 4 Awards at
Kingston-on Thames
including sports personality of
the year. This young man is
certainly one to watch.

Jack told us ‘I really enjoyed the
evening and was really shocked
that | got 4 awards. | only went
there thinking | was getting 1
award for getting a gold medal in
the London Youth Games.
When they called me up to give
me the special silver plate for

Sport Personality Of the Year | was really shocked, but really happy
too. | had my photograph taken on the evening to remember my
special night”. Jack recently competed in the Great South Run which
was filmed by the Paul O Grady show. To support Jack Binstead in
getting to 2012 Paralympics log onto Facebook to Support Jack.

SPORT— Disability National Games

Amanda Jones and her son Lewis had a great time at the National
Junior Games at Stoke Mandeville in September 2009. Lewis won 5
gold medals as an individual and 1 for team Basketball. Amanda said
the atmosphere was fabulous and there were at least 4 participants
with Ol there. Lewis is going to return again next year but mostly to
help out with the table tennis and badminton and he is going to join in
the wheelchair basketball and zone hockey which are such fun and
enable children to participate in team games!” Amanda would like us
to let everyone know about these sporting events — go to
www.wheelpower.org.uk or phone 01296 424171 and ask for Jean

members. Let us know what you
think? Share your experiences with us

Stone. They do lots of Have a Go sessions and are always scouting

and we will try to publish your news

BBC Competition Win

for potentials for the Olympics.

Countdown to

My Story is about findin

remarkable true

stories of ordinar

people that could be

turned into best selling books.

Fifteen people's stories will be told in a
major new five part series to go out next
year on BBC1. Five of these people will
Evzua Ao&ok deals plus a cash advance of

My Story is not a writing competition as
the ‘'winning stories will be ghostwritten by
the publisher Harper Collins.Applications
should be made via the
website:www.bbc.co.uk/mystory and add a
summary of your story in no more than 1500
words. All applications should be written in
English or Welsh.If applicants don't have
access to the internet, please apply via post
to My Story, PO Box 65655 London W12
2BG. The cIosing dates for entries is
16th December 2009.

£20,000

British 10k

London Run on Sunday 1
July 2010. The 10
anniversary British 10k London
Race takes place in the centre
of London with over 27,000
runners expected. The Brittle
Bone Society has 18 places for
the 2010 British 1 ondon
run and each runner will this
¥ear have Chrono Track Chip

iming. We are aiming to raise
even more than the £3200 we
raised in 2009. Please contact
chris@brittlebone.org for more
information and to reserve
your place.
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