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History of BBS

· In 1968 founder Margaret Grant MBE who has Osteogenesis Imperfecta (OI) found very little support for her and her daughter

· An article was written in the Sunday Post asking others to get in touch.

· Awarded charitable status in 1972

· UK wide

· Information provision, Regional Meetings, National conference, Funding for equipment

· Only charity in the UK providing support directly to people with OI

About Osteogenesis Imperfecta

· Osteo = bone, Genesis=beginning, Imperfecta=imperfect

· Prevalence is 1 in 10,000

· In reality a GP may go their whole professional life and never come across a person with OI.

· OI is a genetic condition that you are born with.  The type of OI a person gets and the chances of passing it on, are dependent on the genetic type (mutation).

· The gene affected by OI is the Type 1 Collagen gene.  Collagen is the main structure of bone, cartilage and tendons.

· The message to make collagen does not get through properly meaning either the collagen is not made properly or there is less collagen made than is needed.

Types of OI

Type 1

Child with Type 1 OI:

· May appear clumsy as hypermobility (bendy joints) may increase the chance of  falling/tripping

· Will need additional support and awareness

· In most cases mainstream schools will be appropriate

· May tire more easily than others of their age

· Surgery may be required

· At times mobility problems may be an issue, short-term use of a wheelchair may be required

An Adult with Type 1 OI:

· Will generally appear physically in good health.  This can lead to problems with people misunderstanding the condition

· Might find as they get older that fractures sustained months or years before, have an effect on their day to day mobility

· May find that they have fractures more frequently

Type II

Type II is the most severe form of OI.

· Babies tend not to survive beyond the first few months.

· Support needs to be immediate and ranges from providing information and a listening ear, to help with financial costs i.e equipment, hospital travel

Type III

A Child with Type III OI

· Baby may be born with fractures

· Will normally go to mainstream schooling but will need additional support

· Will need specially adapted powered wheelchairs, buggies and car seats

· Will do all the things a child can do, but might find different ways to do them!

· Will be short in stature

An Adult with Type III OI

· Will still have fractures, but they may not have as many as when they where younger

· The rib cage and spine may not be properly developed leading to breathing problems

· Will still need adapted powered wheelchairs

· Will be short in stature

Type IV

A Child with Type IV OI

· Ligament problems may be evident.  This can cause joint problems such as dislocations

· Spinal problems such as curvature of the spine are common

· May require a wheelchair at times for getting around school to help with mobility and pain

An Adult with Type IV OI

· May experience pain with no obvious cause (ligament and spinal problems can both cause pain)

· May require use of a wheelchair at times

· Bending of long bones may be an issue

There are other types of OI that have been clinically identified (Types V-VIII).  However those above are the most common.

What can be done?

· Bisphosphonates, these are given by a tablet or an infusion.  They work to redress the balance between the cells being broken down and built-up in favour of the person with OI

· Surgery, this is sometimes necessary to repair fractures and bowing of the legs.  A decision may be taken to put rods in an area that keeps on fracturing in the hope of strengthening the bone.

· Physiotherapy, helping to build muscle-tone

· Occupational Therapy, helping to get proper fitting equipment and wheelchairs

How the Brittle Bone Society has helped

People with OI

In a family where the mum and son have OI, we helped establish contact with a Social Worker, and the Mum, is for the first time receiving support from her son’s school. Her son has other health problems as well as OI.  A befriender has been arranged for the boy who has been very lonely. We are helping the family to apply for various benefits. In addition we have fundraised for a laptop for the boy, as he has difficulty writing which will help him both at school and at home.

We were contacted by a 40 year old lady who had just had a bad fracture. We provided the information to enable her to be referred to an appropriate Consultant. She has now had a bone density scan, is receiving Bisphosphonate treatment and is scheduled to have surgery next year. In addition her son, who has mild OI, is having an annual bone density scan.

We were contacted by a family with a 10 year old son who has OI. With our support, the boy has been referred to a specialist Occupational Therapist and now has a specially adapted wheelchair which he can easily self propel, and his family, lift in and out of the car. He was referred to a specialist and has begun drug (Bisphosphonate) treatment. The Brittle Bone Society has managed to arrange a first ever family holiday and the boy has received a computer which is helping him to keep up with his school work, even when he has to stay at home because of a fracture.
Following Regional Meetings/Conferences:
” We were all sitting in the dining room at the conference, when a young toddler fell over. The room went silent; every parent could feel the dread of the toddler’s Mum, had she fractured? Where was the nearest hospital? Everyone had the same fear. Seconds later the toddler got up and giggled and the room breathed a sigh of relief. Only at a Brittle Bone Society meeting would there have been such understanding”
“Thank you for a wonderful weekend.  The boys had a brilliant time and I feel that I've actually found someone who is experiencing the same problems with their children that we are, it makes you realise that you're not alone!!  The talk was very informative, especially when you pointed out that people are living in pain but just put up with it as it's every day life, that sounds just like me, I’m in constant pain but I've lived with it all my life so I just get on with it.”

What does the Brittle Bone Society do?

The Brittle Bone Society can help raise funds for purchase and maintenance of specialized equipment.  Contact our Fundraising Officer Christine Hope at chris@brittlebone.org
Our support Worker Karen Whyte provides information to anyone affected by OI.  This can be medical questions, help with benefits, education or employment.  Contact her at karen@brittlebone.org
The Brittle Bone Society organises Regional Meetings and an Annual Conference this allows families and individuals to get together to share experiences and information.  They are also attended by a variety of speakers including medical professionals.

· Freephone Helpline 08000 28 24 59 (Monday – Friday 9am-4.30)

· Information on anything related to OI (benefits, education, medical)

· Help with funding of equipment and other expenses

· Supply wheelchairs for short-term loan

· Hold Regional Meetings and an Annual Conference 

· Put families and individuals in contact with each other

· Quarterly Newsletter 

Membership
If you would like to become a Member of the Brittle Bone Society, please contact Annette McIntyre, Administrative Assistant for a Membership Form, phone or email admin@brittlebone.org
Membership Fees are:

· Full Membership (age 18 and over) is £10 per year 

· Renewal of Full Membership is £10 per year

· Concessionary Membership (age 18 and have OI) £1.00 per year

· Life Membership (over 18) £75, (60 or over) £50.00.

If you are interested in receiving more information about the Brittle Bone Society, including our 3 monthly Newsletters please fill in and send your details to the address below.

Name………………………………………………………………………………………………………..

Address…………………………………………………………………………………………………….

……………………………………………………Postcode………………………………………………..

Information About OI





Providing Support to People Affected by


Osteogenesis Imperfecta














Brittle Bone Society, Grant-Paterson House, 

30 Guthrie Street, Dundee, DD1 5BS

Freephone: 08000 28 24 59 www.brittlebone.org
jill@brittlebone.org


