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As most of you know the 2008
conference and AGM was held in
the Hilton Hotel, Dundee on 27th
and 28th September. We had lots
of people there on the Saturday
evening who helped at the
beginning of the Society and also
with Dr Paterson and Margaret
Grant and family there, it felt very
special.

We had a fabulous cake carried in
by Dr Paterson and accompanied
by Margaret and David who all
followed a piper. He played some
tunes while everyone was seated.
It was all very exciting.

We are glad to say most things
went according to plan. There
were over 100 adults and 32
children there during the

conference. Feedback forms have

we are looking forward to receiving
the replies so we can arrange next
year’s conference. For those who
could not come to the conference
and AGM, there were seven
apologies sent to the Society. Their
names will appear in the AGM
minutes.

To begin the meeting, Baillie Rod
Wallace, a Town Councillor from
Dundee City Council welcomed
everyone to the City of Dundee and
as well, mentioned the Society’s
40th Anniversary and the fact it was
founded in Dundee, and now has
members all over the world. He
also explained many of the tourist
attractions in the City.

Then Dr Richard Keen from the
Royal National Orthopaedic
Hospital gave a very interesting
and clear talk about “Ol and
Adults.”

At the AGM there were 37
members (plus proxy votes) who
were all able to vote and for this the
Trustees are very grateful to them
as this made the AGM quorate.
Toni Potterton was named
vice-chair. There was only one
nominee.

There were two nominees for the
post of Treasurer, namely Mark
Peters and Peter Shiel. There was
a secret ballot with Murray Dalgety
from our auditors assisted by
Wilma Lawrie, one of our members,
counting the voting papers. There
was a clear majority for Mark

as Treasurer. There were two
nominees for being a Trustee and
two vacancies for the posts of
Trustee — 1 vacancy, as a Trustee
had resigned, and another vacancy
as the present vice-chair was a
Trustee. Therefore the members
agreed the two nominees be
elected as Trustees, namely Emma
Lewis from Bridgend and Marcus
Rowe from Eastbourne. All these
posts are for three years.

After lunch Dr Catherine DeVile
from Great Ormond Street Hospital
spoke very clearly about Pain
Management and made the subject
interesting. Many members said
afterwards they understood their
pain a lot better now and she gave
them hope.

Dr Paterson then explained the
slides he showed about the
beginning of the Society, with
Margaret Grant’s help. Then he
told everyone about how the
Society was founded. One day he
got a phone call and the lady said
“You don’t know me but.....” and
the rest is history! He explained
how the Society moved from one
place to another in Dundee and
although the office was firstly at
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City Road, this is now the Charity
Shop and has been for quite a few
years and the office, as everyone
knows, has been in Guthrie Street
for quite a long time. Quite a few
members were surprised to know
that Sheena was Dr Paterson’s
secretary before she went to the
BBS and the office was then set up.

There were two workshops at the
conference running during the
morning as well. There was a
wheelchair workshop with Barbara
McCallum from Albion Mobility in
Alloa, Scotland, giving practical
information and demonstrations to
help people with Ol get the right
wheelchair to suit them.

Caroline Bowditch a dancer &
choreographer with Scottish Dance
Theatre, who has Ol, showed
members with and without Ol how
to enjoy dancing. We were very
lucky to be given a dance
demonstration during the Disco on
Saturday evening. Everyone who
took part was given a great
reception.

As I've already said there were
many good friends who came along
to the Disco on Saturday evening,
which everyone seemed to enjoy.
The result of the raffle is in this
newsletter. Lots of people said how
much they enjoyed the buffet
especially the special cake.

On Sunday morning Paul
Skidmore, a parent of a brittle girl,
gave a massage demonstration to
one of the BBS staff and two of our
members. Many of those present
found it very interesting and helpful.

Then Dr Faisal Ahmed from
Glasgow gave a very interesting
and informative talk about
bisphosphonates treatment.

Professor John Bateman from
Australia told those present about
the Ol Research in his country and
gave an update of this.

Gareth Cooper from Basildon gave
a very enjoyable talk.

Then Jamie Abbott from Glenrothes
explained why Disability is not
Inability and spoke with great
feeling about his experiences of
living with OlI.

To finish the conference Mark Ross
from Invergowrie, near Dundee
said how Ol had affected his life
just like many of those present. He
brought along some props and had
lots of people in stitches — luckily
only with laughing!

Thank you to our three young
members who told us of their
personal experiences of living with
Ol and it just shows how lucky we
as a Society are to have so many
members who cope with life in all
sorts of different ways.

After each talk there was time for
questions and comments from the
members and each speaker was
available to speak to any member
individually, but if anyone has any
questions or comments about the
talks please contact Karen at the
office.

We would like to thank everyone
who contributed to the conference
because, without you all, it would
not have been the success it was. |
personally cannot pick anyone out
individually but | would like to say a
big thank to all those who helped in
the créches. It was because the
parents knew their children were
being well looked after and kept
busy, that the parents were able to
enjoy the talks and speak to other
members who they hadn’t seen for
a while and also speak to new
members as well.

Personally | would like to thank all
the volunteers who helped in
various ways but | couldn’t have
done what | did without the help of
all the staff of the Brittle Bone
Society who all worked so hard
before, during and after the
conference. My sincere thanks to
everyone involved.

As most members are aware, this
year’s conference was cheaper to
the members because it was the
40th Anniversary and the
conference was subsidised by the
Society by £40, but as we said at
the beginning this was just for one
year so the 2009 conference will
cost each member more money I'm
afraid.

| am trying to get a nice accessible
place but | am also trying to get it
as cheap as possible. The
Trustees wanted me to find a place
in the South East of England and |
have found one or two in the Kent
area and in Surrey. The
conference will probably take place
at the end of September 2009. |
will let everyone know exactly
where and when it is to be after the
Trustees meeting on 15th
November when we will decide
finally.

I look forward to seeing you all in
September 2009.

Sheena (Chairman)
Conference Sub-Committee
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GRAND RAFFLE

LIST OF PRIZE WINNERS - DRAWN ON 27TH SEPTEMBER 2008

Prize

£500.00

1 week in Florida
Hilton Voucher
Harrod’s Teddy
CDs

CDs

CDs

M & S £10 Voucher
. Tesco £10 Gift Card
10. Farmfoods £10 Voucher
11. Boxed Pen

CeNoaRrwN=

Prizewinner

M Hobbs — Tel Code 01631
P Tully — Tel Code 0151

M Walker, Dundee

L Read — Tel Code 07817

S Grey — Tel Code 0131

D Oliver — Tel Code 0191
Alaister — Tel Code 01207

T Skilbeck — Tel Code 01883
Brockbank — Tel Code 0118
S Cooper, Basildon

E Barlow, Co Down, N. Ireland

Ticket No.
005763
001369
007636
002651
005282
009971
007598
007096
004215
002647
005486

After the raffle was finished it was
decided to ask the BBS Charity
Shop to run a tombola for another
prize offered by Mr Craig Hunter,
the DJ at the Disco. This prize was
a FREE Disco given by Craig, in
Tayside, Angus or Fife and another
prize was given by Scottish Dance
Theatre. This prize was 2 tickets for
the performance taking place on
22nd October, 2008. These prizes
were gratefully received and the
tombola will take place in the
Charity Shop as soon as possible.

The amount taken in from selling
raffle tickets was £1,789.50 with
donations totalling £581.63 making
the total £2,371.13. The printing

and the first prize made the
expenditure on raffle £639.00
and therefore the profit to the
Society was £1,732.13. The
Society would like to pass on our
grateful thanks to all those who
sold raffle tickets on our behalf
especially to those members who
sold more books than the one
originally sent to them.

There is also a big black GORILLA
donated from one of our members
which will be raffled some time in
December — just in time for
Christmas!

I’'m sure everyone will be delighted
to know that £24.54 was collected

from the stamp, card & coin bins at
the Conference, which included
Sharon Steele’s collecting can in
Glenrothes and we are very
grateful to Mr & Mrs Price (John
and Mildred) from Swansea who
once again gave us £85.00 from
stamps,etc.

We are very grateful to everyone
who donated all these items and
we thank Theresa, the Shop
Manageress, and her volunteers for
all their hard work in organising all
these raffles and tombolas.

STEVEN’S SUCCESS STORY

In the last few newsletters we have been keeping you
up to date with the progress of Steven Aghanti, a
Nigerian boy, diagnosed with Ol and in the UK for

surgery.

Steven’s Mother, Tarela is still in contact with us and
sent us an email in August just after Steven had his
second rodding operation;

Hi Everybody
It is my pleasure to let u know that Steven has had the

second op successfully on Friday; we are back at
home now and doing great.

We came back in an ambulance which was booked
and paid for by the hospital, they said we had enough
money in our account to arrange one for us, the cost of
the ambulance was £300.30, anyway, we are back
home now just waiting for Steven to recover.

Thanks and God bless
Tarela

Steven and his Mother are now hoping for an
extension to their Visa so they can stay in the UK and
Steven can get the care he needs for the next few
months. We will let you know how they are getting on
with this in the next newsletter.
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KAREN’S COLUMN

Hello to everyone, it feels like it's
been a while since I've written
(time flies when it's conference
time of year)

Conference - What a great
conference it was, so much fun.
The talks were really interesting
and | enjoyed working off all the good food dancing on
the Saturday night!

It was good to see so many families and there were
so many of you there who | had spoken to on the
phone and finally got to put a face to a name.

If you have any photos from the weekend that you
want to share, please do send them to me.

Now, back to business - I’'m not too sure what to write
about this time, perhaps we’ll start off with

University - The new term is under way for many of
you. If you're finding difficulties within the university
please do get in touch. Don’t forget that there is a
benefit called Disabled Students Allowance which you
might be entitled to.

School - Hopefully everyone’s settled into their new
classes and schools now. If there are some issues
that you think we can help with (you don’t find out
unless you ask) then do please give us a phone.

| am used to dealing with enquiries in England, Wales,
Scotland and Ireland about education, so give me a
phone or drop me an email.

Why Contact the BBS? - So often when people do
contact us and we provide them with support (in a
whole host of different ways), people say | wish I'd
phoned you earlier. | often feel that many people
aren’t sure what the BBS can do and how | as Support
Worker can help so here’s a few:

Medication,

Bisphosphonates,

Benefits (DLA)

Equipment,

Find other people for you to talk to
School

Employment

University

Regional Meetings

A listening understanding ear
Surgery

Physiotherapy

Occupational Therapy
Appropriate doctors (adults and children)
Supporting letters (DLA, Housing)

Basically, if you have any questions connected to Ol,
just get in touch!

Bye for now

Karen Whyte

Support Worker
karen@pbrittlebone.org
Freephone: 08000 28 24 59

BRITISH 10K LONDON RUN

Don’t run, can’t run was my initial
reaction when | saw the newsletter
requesting runners for the British
10K run but always up for a
challenge thought why not? So, |
volunteered not only myself but my
wife Sharon and brother in law
Malcolm Jordan to join me.

With only 2 months to train it was
down the gym getting professional
help and advice with a training
programme from an ex-army
instructor!

Ouir first induction involved a warm
up run, followed by weights
finishing with a 1 mile run. Whilst a
“not so good” summer meant a lot
of training was indoors on the
treadmill, but when the opportunity
arose it was out on the streets
pounding away. Surprisingly
running became quite interesting
especially through the private
estates, how the other half live!.

Eventually we managed the full

10K in a training run, not the
quickest of times but we knew we
could do it. At this point | set my
target to get under the hour,
Sharon chose to just finish.

On the day we met with the other
three runners who also took up the
challenge and did the group photo.
This was the last time we saw
them due to having to queue for 30
minutes at one of the 40 or so
portaloos. We headed to the start
which took the runners up one side
of the road where they looped back
and to the start posts. With 25,000
runners in total we were towards
the back in the queue but still with
a few thousand behind us.




BRITISH 10K LONDON RUN (cont’d)

However we got so into the spirit of
watching the runners heading
towards us that when we turned
around the thousands turned to
hundreds including the road
sweeper cleaning up after us. So
as not to be last we did a little
queue jumping and soon headed
off, gaining position with every
step.

The route took us past London’s
greatest landmarks, St Pauls, Tate
Modern, London Eye, Houses of
Parliament and with the roads
closed we had the best sight
seeing tour you could get, and at

our own pace. The weather despite
being overcast was ideal for
running even the rain cooled us
down.

With so many runners, it was
inevitable that we got split up but
unknown to us we were all within a
few minutes of each other. Having
covered almost 10K many runners
could only walk to the finishing line
which turned into an obstacle
course. | had less than 90 seconds
to keep below my aim of under the
hour and had to get to the
Cenotaph loop back and head for
the finish.

DOGS FOR THE DISABLED

Do you struggle to pick things up
off the floor? Are you worried that
you might overbalance, or fracture
a couple of ribs? That's where
Dogs for the Disabled may be able
to help!

Dogs for the Disabled is a charity
that trains specially selected dogs
to assist disabled adults and
children. These dogs are trained
to pick up dropped or out of reach
items, open doors, empty the
washing machine, turn on lights,
fetch named articles such as the
telephone, and even bark their
disabled partner is in need of
assistance!

Dogs for the Disabled was
founded in 1988, by a lady called
Frances Hay. Frances had her leg
amputated, due to cancer. Her
own pet dog knew instinctively
what it could do to help Frances
and so Frances started to train
dogs to help disabled people.

I’'m Lizzie Owen and some of you
may have met my last dog, Bella.
Bella attended several AGMs with
me. Bella gave me confidence —
we graduated from the University
of Leicester in 2004 with a BSc in
Physiology and Pharmacology.
Bella was also a bridesmaid when

my Mum and step-dad got married
in 2004 — Mum and lan met at a
BBS AGM at the Belfry — lan has
type 1 Ol. Unfortunately, Bella
passed away in December 2007.

In March 2008, | was partnered
with my new Dog for the Disabled
— Frodo! | went down to Banbury
to do my 10 day residential training
with Frodo. Whilst there you are
taught how to care for your dog
and trained in different
environments, such as
supermarkets and shopping
centres.

Frodo is still a bit of a puppy — he
was born on 25 July 2006.

Frodo’s favourite tasks would have
to be opening doors (I don’t know
how they haven't fallen off their
hinges yet), taking my jacket and
gloves off and emptying the
washing machine! Frodo is a bit of
a comedian, and likes to make me
laugh! He’s ‘in tune’ with how I'm
feeling, and knows when I'm
feeling down. He’s also a very
quick learner — he knows to come
to my stronger left side if he wants
a fuss made and he quickly learnt
to present dropped things in to the
palms of both hands as | have

poor grip.

My run then turned into a sprint
weaving in and out of weary
runners and those that were still on
their sight seeing tour. With the odd
elbow here and there | crossed the
finish in a time of 59 minutes and
18 seconds. | was shortly followed
by Malcolm and closely behind him
was Sharon who achieved a time
of 63 minutes.

It seems we can run and did run
and enjoyed it as well as raising
£650 for the BBS.

John Clapcott

Who knows what lies ahead for
Frodo and I? Maybe we’ll go and
do our Masters; hopefully we’ll
return to work. | might even get
Frodo a passport so that we can
go to France and research my
family tree (my Dad was born in
Paris)! All | know is that we’ll have
lots of fun together!

If you want to find out more about
the Charity, visit their website at
www.dogforthedisabled.org, or
telephone them on 01295 252600.

Lizzie Owen




BRITTLE BONE SOCIETY TRUSTEES

At our AGM in september there were two new trustees elected, Marcus Rowe and Emma Lewis. We were going
to introduce them to you but as many of you could not attend the AGM we have asked all the trustees to
introduce themselves....

Elaine, who volunteers as a manager of a charity, lives in Manchester with her
husband, her three children and a dog. Not surprisingly, she insists that she has no
time for hobbies! She became involved with the BBS when her father joined the
Society when Elaine was 10 years old. Elaine hopes that the BBS will continue to
support families and people with Ol as long as there are people there to support!
Elaine views the best thing about being a Trustee as the fact that one is putin a

Elaine Healey position to make an actual difference to the Society and fashion its future.
Chairman

Toni recently retired after 30 years in management, and lives in Bournemouth with
her daughter and her fiancé. Toni’s passion is travel, and she is currently planning to
visit Cuba. Although she also has Ol, Toni only discovered and joined the Society
after her daughter was born. Since her retirement, Toni has become more actively
involved in the Society, and hopes that it will continue to focus on strategic growth
and look to the future. Toni finds the best part of being a Trustee to be ensuring that

Toni Potterton the Society is there for our children’s children by ensuring its long-term viability.
Vice Chairman

Sheena, who has lived in Dundee all her life, has a long history of involvement with
the Society. Dr Paterson approached Sheena, telling her that he was establishing a
charity in need of secretarial help - before retiring; Sheena spent 25 years working
for the Society. When not acting as a font of wisdom and knowledge for the other
Trustees, Sheena enjoys spending time with her family. Having seen the Society
flourish over the years, Sheena hopes that it will continue to provide a way for
families affected by Ol to meet each other - that is why she also chairs the

Sheena Moreland  Conference Sub-Committee; she says that helping members is what being a Trustee
Honorary Secretary g g about.

Mark is a management Accountant from Rochdale, where he lives with his wife and
two cats. We could make several jokes about our Treasurer spending his spare time
being a spin bowler on the cricket field! Mark is a life member of the society, after
having met someone with Ol and feeling empathy and affinity to the BBS'’s cause.
Mark’s wish for the BBS is that it will one day not be the only provider of the services
its members need. He says that the best thing about being a Trustee is the feeling of
satisfaction of a job well done.

Mark Peters
Treasurer

Rosemary was one of the original members in the Brittle Bone Society, and lives in
Newbury with her husband. Rosemary has just enrolled on a drama course, and
plays computer games in her spare time. Rosemary’s wish for the BBS is that it “will
get heaps and heaps of money” - something which our Treasurer agrees with!
Rosemary, a keen fundraiser, thinks that the best thing about being a Trustee is
helping the Society, and the sense of achievement after a successful can collection
Rosemary Donkin that will provide someone with a wheelchair.

Akram is a Building Maintenance Manager for Kensington and Chelsea Town Hall.
She lives in the borough with her daughter, and watches movies in her all-too-rare
spare time. Akram has supported the BBS for over 20 years; she knew someone
with Ol at college, and her godson also has Ol. Akram would like to see the Society
win the lottery and spend the money on forwarding research into Ol. According to
Akram, the best thing about being a Trustee is seeing the board’s achievements and
Akram Lari the visible progress of the Society.




Emma Lewis

Emma lives in Bridgend in South Wales with her parents and sister. She is a keen
festival-goer, and has even been invited onstage at Glastonbury! Emma has been a
member of the Society all her life, and hopes that it will one day use modern
technology to reach out to those who have Ol - but are no longer children, and not
yet parents- and encourage them to become more involved with the Society. Emma
hopes to use her time as a Trustee to both raise awareness of Ol and ensure that
the charity remains relevant to 18+ age group.

Catherine divides her time between Cambridge University and Bournemouth, where
she lives with her mother. She is an avid reader; several people have assumed that
a book is surgically attached to her hand! Catherine cannot remember a time when
she was not a member of the BBS - some of her earliest memories are of being at
conferences, sitting on Margaret’s knee. Catherine hopes that one day more young
people will take an interest in the governance of the Society, and feels that the best
part of being a Trustee is the constant learning curve, and the team spirit.

Mark lives in Dundee, and works in the Personnel Department of the City Council,
volunteering as a Radio presenter in his spare time. Another long-term member of
the Society, Mark would like for the BBS to maintain its high standards and work
efficiently and effectively for all its members. Mark enjoys the fact that being a
Trustee enables him to give back to a Society that has provided much for him, and in
addition, a Trustee is able to share skills that are relevant, and put them to good use
for the benefit of the Society.

Marcus Rowe

Marcus lives in Eastbourne with his Personal Assistants. In his spare time, he
performs as both a musician and an actor, having appeared both on television and in
short films. Marcus is a lifetime member of the Brittle Bone Society, and ‘one of the
regulars’ at conferences. He hopes that the BBS will one day be nationally
recognised, through media representation to the nation’s public. Marcus joined the
board of Trustees as he wanted to feel useful and do something good for the BBS.

"}, i
James Sageman

James is a Trust Manager for an American bank, and has a background in private
banking. He lives in a ‘picturesque’ village near Brighton with his wife and son, and
has developed an interest in motoring - he has just acquired his first Jaguar! James
joined the Society in order to give back to an organisation that had helped his family
when his son was diagnosed with Ol. James would like to see the Society establish
itself in a position where it can continue to provide increasing levels of support to its
members over the next 40 years, and relishes the ability that being a Trustee gives
him to help enable the society to achieve its medium-term objectives.

Lesley-Ann Starrett

Lesley-Ann lives in Northern Ireland with her husband, 4 children, 10 hens and a
rooster. Lesley-Ann became involved with the Society when her son was born - there
was no history of Ol in her family, and Margaret contacting her was a lifeline. Lesley
Anne hopes that one day everyone will feel like they are a member of the Ol family,
and thinks two of the benefits of being a Trustee are being part of a team and serving
the membership

Harry Venet

Harry, who lives in Leeds with his wife, retired after a 35 year career as a Chartered
Accountant and Senior Audit Manager. Harry is an extensive amateur actor - both
onstage and in community radio productions. Harry joined the Society in the 70s
when his daughter was diagnosed with Ol. In the future, Harry hopes that the Society
will always meet the needs of its members, and enjoys being able to do his bit to
help, by being a Trustee.







