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CONFERENCE AND AGM 2009

Our Conference and AGM for 2009 is 
to be held at the Ashford International 
Hotel, Ashford, Kent on Saturday, 
3rd and Sunday 4th October and 
we hope that many members of the 
Society will be able to come along.

As in the past few years the Society 
is organising the Conference and 
AGM over a weekend and if you 
need accommodation you will have to 
make your own arrangements. 

We have been told that the Ashford 
have 57 rooms on the ground fl oor, 
so hopefully you will get one that 
suits you. If you cannot, or do not 
want to, stay at the Ashford, contact 
the offi ce for information about other 
local hotels.  

I have spoken to the Ashford Hotel 
staff and if you wish to stay in the 
Hotel I would advise you to book by 
30th August 2009, particularly as the 
57 rooms on the ground fl oor may be 
booked very quickly. 

All single rooms will cost £80 per 
room per night and double rooms 
are £90 per room per night.  There 
are 4 family rooms and 19 sets of 

inter-connecting rooms (not all on the 
ground fl oor) in the Hotel. These cost 
an extra £20 per room per night for 
a double bed and a double sofa bed 
and an extra £35 for 2 double beds in 
a room per night.

In many cases hotels will have 
“accessible” rooms, but they will 
not be accessible to, for example, 
powered wheelchairs or other large 
equipment.   If you are asking for a 
room please tell them if you want a 
ground fl oor room and also tell them 
the width of the wheelchair you are 
bringing with you before confi rming 
your booking.

We will try to include a conference 
registration form in the next 
newsletter and you can either cut this 
out or copy it and send to the offi ce. 

It will take some time before we can 
confi rm the fi nal programme but we 
will update you on this when we can 
over the next few months.  

We will ask a range of different 
speakers, including Paul Skidmore 
whose massage workshop at this 
year’s conference was very popular.  

Quite a few members said how 
helpful this was, but some were 
disappointed because they couldn’t 
get to the workshop at 10.00 on a 
Sunday morning. If Paul can come 
again we will try to get a better time 
this year.

There will be the usual crèches and 
activities for all the children and 
some entertainment on the Saturday 
evening, but as you know the AGM 
is offi cially the most important event 
of the weekend. As we need at least 
30 voting members present, which 
we got this year, we hope as many of 
you as possible can attend again.

I, the Trustees and the Staff look 
forward to seeing you at the Ashford 
in October. helping us to make it a 
great success.

Sheena Mooreland
Chairman
Conference Sub-Committee

Copies of this newsletter are now available as a PDF fi le from our Newsletter archive 
page: www.brittlebone.org/newsletter.htm

If you want to know when the next newsletter is available just email
bbs@brittlebone.org  and title your message “Newsletter Alert”.

You will then be added to the email distribution list and you should receive an email telling 
you when the next newsletter is online.
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Conference and AGM 2009 - Meesha Masters Microbiology - Obtaoning the Right Equiptment - Karen’s 
Column - Have You Ever Thought? - Jodi Says “Handle with Care” - Strategic Plan - Alison Wisbeach - Leter 
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Meesha Patel, whose mother is a 
life member of the BBS, has gained 
her Masters Degree in Biometrics 
from Westminster University.

Meesha’s subject was studying 
different types of MRSA, a very 
topical and serious issue.

The BBS has helped Meesha 
over the years with fundraising for 
wheelchairs and other support and 
we were all delighted to hear she 
had got her Masters degree

Christine in the Offi ce has prepared 
this helpful information about 
wheelchairs or equipment.  She 
says The Brittle Bone Society is 
always happy to help you to get 
the equipment or wheelchair which 
you need. However we can only 
help if we know the equipment or 
wheelchair you want is correct for 
you.

You must have an assessment 
carried out by a qualifi ed person 
such as an Occupational Therapist 
or Physiotherapist. They will then 
send us a letter (letter of support) 
confi rming why you need this piece 
of equipment or wheelchair and 

why the particular model is the 
best one for you.  For example a 
wheelchair which doesn’t fi t you 
properly may cause back pain. 
Once we know the price of the 
equipment or wheelchair you 
need and have a letter of support 
we will begin to fundraise for the 
equipment or wheelchair.

We will approach your local 
authority for help with the cost of 
the equipment or wheelchair, if this 
has not already been done.  We 
may have money already which we 
can use to help with the cost.

We will also contact the big national 

charities such as The Variety Club 
and may send you application 
forms to complete. We will also 
apply to Trusts local to where you 
live.

You may be able to provide us 
with useful information such as 
local companies which might help 
and family connections.  It is also 
useful and appreciated by funders 
if you or your friends can do a little 
fundraising.  

Please contact Christine at the 
offi ce if you would like to talk to her 
about getting a wheelchair or other 
equipment.

MEESHA MASTERS MICROBIOLOGY

OBTAINING THE RIGHT EQUIPMENT

KAREN’S COLUMN

I am sad to tell you that this is my 
last column as I have handed in my 
notice and will fi nish work on Friday 
6th March 2009.

I have worked with the Brittle Bone 
Society for four years and have 
enjoyed all my time here and been 
able to learn so much.  

I would like to thank all the families 
who I have spoken to over the 
years and all the medical staff 

providing so much support to those 
affected by OI.  

Before I leave, I have been thinking 
about the  things that most people 
have been contacting me about.

Medical 
There seems to be a lot of you who 
are just looking to get on top of your 
OI, fi nd out what kind of doctor you 
should be seeing etc.  

Practical 
There have also been a lot of 
queries about equipment, trying to 
solve a problem around the house, 
etc.  

School 
I always have people contacting me 
about this.  Schools get in touch 

directly, parents who are not sure 
what should be going on.  

Money 
This is particularly relevant at the 
moment.  Many of you contact 
me for help with Disability Living 
Allowance forms.  If you have 
thought about applying but aren’t 
sure, get in touch to fi nd out more.  

I hope to be able to speak with a lot 
of you before I go but don’t forget 
that the Brittle Bone Society will still 
be here to answer and deal with 
your enquiries.

Take care of yourselves
Karen Whyte
Support Worker
Freephone: 08000 28 24 59
E-mail: karen@brittlebone.org
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HAVE YOU EVER THOUGHT ... ?

Have you ever thought of making 
us a benefi ciary in your Will? 

Updating our Will is something 
that many of us have in mind, but 
somehow never get round to doing. 

It is natural that family and friends 
come fi rst, but that doesn’t mean 
that we can’t leave a gift for a 
registered charity, such as the 
Brittle Bone Society. 

The Brittle Bone Society relies on 
the generosity of our membership, 
our friends and the general public 
to help support our services. 
Legacies can also play a signifi cant 
part in helping us to provide help 
and support to people affected by 
Osteogenesis Imperfecta. 

A Will or Codicil can be a complex 
legal document. Gifts to a charity 
can create savings of Inheritance 
Tax so we certainly do not suggest 
that you write or alter any existing 
Will without taking legal advice 
but if you wish to include the 
Brittle Bone Society it is quite 
straightforward. 

All you need to provide is our 
name, registered address and 
charity number, which are set out 
below:
Brittle Bone Society,
Grant-Paterson House,
30 Guthrie Street, 
Dundee, DD1 5BS 
Registered charity numbers - 
England and Wales: 272100
Scotland: SCO10951.

If you want to discuss, on a strictly 
confi dential basis, leaving a 
legacy for the Brittle Bone Society, 
please phone Raymond Lawrie or 
Christine Hope on our freephone 
number 08000 28 24 59.

Remember that a legacy does not 
have to be an enormous amount 
of money, so when you have 
remembered the ones you love, 
please think about us.

Jodi Picoult is a well known and 
successful American author who 
will launch her new book, “Handle 
With Care”, in the UK at the end of 
April.

Based in the USA the book 
deals with the human aspects of 
looking after an OI child within the 
American Medical System, where 
everything has to be paid for.

It is a story of a family with an 
OI (Type III) child whose mother 
initiates a lawsuit against her 

doctor, hoping the settlement will 
allow her to pay for her daughter’s 
needs. The problem is that the 
doctor she is suing is her best 
friend!

The full details of Jodi’s tour are 
not available yet but she will be 
doing book signing events, talks 
throughout the UK and hopefully 
some TV and radio coverage.

Hodder and Stoughton, the 
publishers, contacted us about this 
and we are now looking at ways to 

work with them to try and raise the 
profi le of the BBS and of OI. 

The details of Jodi’s tour and how 
the BBS is involved will be put on 
our website when they have been 
fi nalised and we will need local 
volunteers to represent us at these 
events.

If you want to know more about 
Jodi Picoult and her books you can 
visit her website:
www.jodipicoult.com

JODI SAYS “HANDLE WITH CARE”

Every so often we are asked if our newsletter is available as a recording on a CD. 
We do have a few disks of the last two newsletters but we really need to get a 

better picture of how many people actually want to receive the newsletter on a CD.

We will of course have to look at the costs for the number of CD’s requested and 
any other costs.

If you think you would like a CD it would be very helpful if you emailed
bbs@brittlebone.org  and titled your message “Newsletter CD”.

LISTEN TO THE NEWS



We have remained a member focused Society:  We will remember our roots. We are and always 
will be a member driven Society.  We want to be in touch with the membership. We have published 
the Trustee biographies in the Autumn 2008 Newsletter and are interested in knowing what the 
members think and need. Please feel free to let us know. 

STRATEGIC PLAN

At the conference in Dundee in September 2008, the Vice-Chair, Toni Potterton 
outlined the strategy plan that was put together following discussions with members, 
staff and trustees. 

She said:- 

1

Vision, Values and Core Purpose:  To support anyone affected by OI with information, advice 
and equipment. To increase the profi le of the BBS with the public, health professionals and support 
groups. To provide a forum for members to meet. There is a broad scope of activity with excellent 
ongoing work but we need to do more and not be complacent.  We aim to meet nationally and locally. 
The feedback from the members at the conference confi rms they really value this.

2

What do we need to achieve our aims?: People – the right people to support our members and 
Money – fi nance to ensure the Society’s existence. Looking to the future, we have a good team in 
Dundee who are dedicated to meeting the needs of the members, a solid group of trustees with a 
clear direction. The Treasurer confi rms the fi nances are on a stable footing and we must keep it that 
way.  We must use resources prudently and encourage planned giving.

3

Key Tasks for the future:   Membership, support, information, communication, interaction, local 
presence, fundraising, fi nancial security, youth support programme. We must encourage and value 
the members, staff and volunteers. We must continue to build a strong base and increase our range 
of services. Young people – we must address their needs and encourage them to join and contribute 
to an active Society. Young people have different aspirations and challenges.

4

We aim to be the fi rst port of call for information with newsletters, website and meetings. With reference to 
fundraising – the credit crunch is taking effect. We have seen rocky times in the past .We are lucky, there is 
excellent work being done by a few people doing a huge amount, we need to encourage more people to do 
something. The Society must be ready to support them.

Without you there would be no Brittle Bone Society!



Dear All,

On the 28th March 2008, Steven 
went in for his fi rst operation at 
the Great Ormond Street Hospital. 
The purpose of the operation is to 
strengthen his upper and the lower 
legs to enable him walk. 

But on this day, the lower leg 
was worked on. The operation 
was successful. He stayed in the 
hospital for one week before he 
was discharged. He was in the 
plaster for 6 weeks. 

After the removal of the plaster, 
he was registered with a private 
physiotherapist to take him on 
regular exercise to strengthen his 
leg muscles and get him ready for 
the next operation of the upper legs. 

On the 15th August 2008, Steven 
went in for his second operation, 
which was successful. He stayed 
in the hospital for 3 days before 
he was discharged. Again he was 
in the plaster for 6 weeks before it 
was removed. The services of the 
physiotherapist have to be engaged 
to strengthen his muscle for the next 
stage, which is to walk. 

Steven is off plaster now and he is 
learning to walk. And hopefully by 
January Steven would start school 
at the Grove infants, as preparations 
are being put in place to get him 
started. 

We say thanks to everyone for 
your support, fi nancially, spiritually, 
materially and physically. 

God would defi nitely bless you all a 
million folds. Amen.

Thanks 
Victor Aghanti

LETTER ABOUT STEVEN

Many of you will know that 
the Society  has had a close 
relationship with the Wolfson 
Centre at Great Ormond Street 
Hospital for more than 30 years.

Some of you who have been 
going there for years, and your 
children who still go, will know 
the occupational therapist Alison 
Wisbeach, who retired at the start 
of the year.

I have known Alison for many 
years through the Society and in 
all this time she has visited   brittle 
bone families throughout the UK in 
Northern Ireland, and down south 
in the Irish Republic. I have always 
been told just how helpful and 
understanding she has been. 

She was always very interested 
in how the siblings were getting 
on and I have always tried to 
remember this in my time at the 
Brittle Bone Society, both as a 
member of staff and then as a 

trustee. She has also been a 
great supporter of the Society, 
regularly taking part in our annual 
conference, 

Alison gave her fi rst talk at our 
1977 conference in New Malden, 
on the subject of “Mobility for any 
disability” and also took part in an 
open discussion.  

She was a speaker again at 
our conferences in 1978, 1979, 
1984, 1985, 1986, 1987, 1991, 
1992, 1997, 2002. Over the years 
she covered a wide range of 
topics, from “Know your statutory 
entitlements” to a talk on her 
visit to the conference of the OI 
Foundation in the USA.

Alison also helped us in many other 
ways. She worked very hard for the 
“Magpie Appeal” in 1977, organised 
workshops at conferences, and 
children’s events at Coram’s Fields, 
something we have started again in 
the last few years.

In 2002 Alison and Chris Clark 
presented me at the conference 
with a big bouquet of fl owers for my 
birthday – I’m not saying which one!  
This was from the Wolfson Centre 
and I was very grateful to them.

I know that Alison has made a great 
difference to the lives of many of 
our members and their families and 
has also been a great supporter of 
the Society.

We have many things to thank 
Alison for and we have sent a gift to 
her as our thanks for, among many 
other things, just being there, for 
the children, and the Society.

Sheena Moreland
Honorary Secretary

ALISON WISBEACH



MOTION DISABLED IN WOLVERHAMPTON

Rachel Marsden, a BBS member 
sent us a message about Motion 
Disabled, an exhibition of fi lms 
and maquettes of artist Simon 
McKeown, also a BBS member, 
and producer Dr Paul Darke.

The exhibition is part of the 
second Disability Arts Festival 

at Wolverhampton Art Gallery. It 
opened to the public on Thursday 
29th January 5.30 pm to 8 pm. In 
the spring there will be a series of 
other events as part of the festival.

Motion Disabled is a moving digital 
sculpture, which uses motion 
capture technology, by creating a 

3-D representation of a live 
performance usually associated 
with animated feature fi lms.  It 
has been created by recording 
the physical movements of fi ve 
physically impaired people with 
conditions such as Spina Bifi da, 
Cerebral Palsy and Brittle Bones.  

The artist, Simon Mckeown, said 
“I used this technology to capture 
for now and the future the motions 
of ‘difference’ in order to ask 
questions including do we value 
difference?  How do disabled 
people’s bodies fi t into current 
notions of normality?  And is 
physical diversity about to become 
Virtual?”

If you would like further information 
you can visit this webpage 
http://www.outside-centre.com/info/
happen/artfest/artfestpg.html.   

RE MEMBERSHIP

The BBS has always relied on 
the support and hard work of our 
members and their families. If you 
get these newsletters regularly, 
particularly in our “A BIG THANK 
YOU TO” pages you will have seen 
a wide range of ways that people 
support us. 

Some of our Members have been 
with us for 30 years or more. Over 
the years their children, grand 
children, family and friends have 
become members, keeping us 
going through the good times and 
the bad times.

In 2008 members who renewed 
and some new members who 
signed up gave us £1.687, and 
extra donations of £1,815.

Many people who become a 
member of the BBS are committed 
to helping us, but you do not spend 
all you free time standing outside a 
supermarket with a collection can, 
we would be grateful for anything 
you can do to help.

At the time of the “Credit Crunch” 
people are very careful about 
spending, but you do not have to 

be a lottery winner to be a member 
of the BBS.

The BBS was born and brought up 
by its members and no matter how 
much things change for any of us 
we still rely on the foundation they 
built, and their continued support, 
now and for our future.

If you want join us please email 
annette@brittlebone.org  or phone 
us on 01382 204446 and ask to 
speak to Annette, who will send 
you a Membership Form and any 
other information you need.

MEMBERSHIP TYPE MEMBERSHIP COST

Concessionary membership £1 per year, over 18 years old with OI

Full Membership £10 per year

Life Membership £75, adults less than 60 years old

 £50 adults 60 years old or over




