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It can be daunting to face the prospect of having a child with Brittle bones in your care in nursery, and this information sheet will hopefully help to answer some or all of your questions, and alleviate your main concerns.  

Firstly, remember there are professionals out there to help you, but most of all, you need to remember that the parents are the child's best expert, and the child themselves will often be able to let you know if they have either fractured or are feeling especially sore.

Introduction

Osteogenesis Imperfecta (OI) is commonly called 'Brittle Bone Disease’.  It has a wide range of severity and this advice sheet has been written as a general information guide for teachers and carers of children with OI in nurseries/playgroups/pre‑school.

If you would like more specific information relating to the child in your care then please don't hesitate to ask one of the Metabolic Bone Team. (See below).

General

OI is a genetic condition which causes a defect in the formation of a fibrous tissue called collagen in the body.  Collagen is normally present in bones, joints, ligaments, teeth and skin.  This defect can cause the following:

Bones: more liable to break with little or no apparent cause. 

Back: may have curvature (scoliosis) or crush fractured vertebrae.

Joints: are hypermobile (bendy) due to lax ligaments.

Teeth: may be translucent or grey (Dentinogenesis Imperfecta).

Skin: bruise more easily.

Pain: generalised pain which can be variable in nature.

Height: usually shorter than peers.

Supervision

It is understandable that yourselves and the child’s’ parents will be extremely anxious about the child starting at nursery/playgroup.  

You will all feel that the child needs supervision fulltime, and this issue can get in the way of allowing the child to attend pre-school provision.  In some cases one of the parents ends up being the carer.  This is fine if it is practical for them, but not a great plan for long term attendance.  

It is important that the child and family get used to another person being able to care for the child.  Training and support to this carer will be needed, which the parent can be involved with.  In some instances, children who are more mildly affected are able to attend without full support, but the staff still need to be fully informed & trained appropriately, with regular reviews to ensure needs are being met.

It is advisable for school to have a Management Plan outlining key people and roles in the event of an emergency, i.e. a fracture, a fire etc. or when the child is in plaster.

Staff need to know what to do if fracture is suspected – Do not move child, assess situation, phone for ambulance /parents.

The child may miss nursery/playgroup due to treatment of fractures, planned orthopaedic treatment, outpatient appointments and medical treatment of their condition which often necessitates a stay in hospital.  

House keeping advice

Toilet areas

· A level access, low level, standard nursery toilet should be adequate in most instances. If the child is a wheelchair user or has difficulty with independent sitting &/or transfers, specially adapted equipment to allow development of skills & independence may be required.  The therapists involved will advise on how to assist with equipment or where to purchase such equipment.   

· An ambulant/mobile child may need equipment such as grab rails.

· The floor should be checked before use to ensure the floor is dry to reduce the chance of slipping over.

· Toilet doors are often cumbersome and awkward to open therefore children may need assistance with door opening.

· The child may or may not be able to reach or manage the taps; it may be useful to have one sink adapted with lever taps, and a wide-based stable step.

Corridor/cloakroom
· Clothes pegs should be at a height accessible to the child and preferably at the end of the line to prevent 'crushing' in the crowd.

· A staggered entry/exit to/from the classroom area to allow safe mobility is often helpful.

· The child will need supervision particularly if the floor is slippery.  This is obviously worse on wet days.

· Rugs can cause tripping.

Classroom

Seating
· Specialised seating or adaptations such as a wedged cushion may need to be provided. A physiotherapist or Occupational therapist should be able to advise.

At a table  

· The hips and knees should be at right angles.

· The chair should be pulled up to the table.

· The height of the table should be examined to promote good postural alignment in sitting. Feet should be on the floor to aid balance and posture.

Floor time

· A chair could be provided rather than sitting on the floor, to promote good posture and prevent deformity and joint pains.  A friend sitting on the chair next to them may alleviate the feeling of being 'different'.

Standing activities 

· Painting Easel, Sand/Water Play 

· Due to the child being shorter than his/her peers a wide-based stable step or lower easel may need to be supplied to enable the child to reach the activity to function.

Things to be aware of

Drawing/pencil skills

The child may struggle to develop a functional grip for drawing/colouring/writing.

The efforts may be messy, variable or laborious due to increased movement in the finger joints.  The child may complain of pain following time spent writing.  To improve this, chunky shaped and shorter pen/pencil/pencil crayons may be required. 

Tiredness

Due to bony deformity and/or joint hypermobility a child may find that they tire during the nursery day, particularly following physical activity, and it is our experience that a child may need 'time‑ out' for resting, particularly in the early years.  Allocating an area to rest/lay down is always useful.

Aches and pains
A child with the more severe OI will need a variable amount of time to rest either reclined in their wheelchair or on a flat surface (bed or floor).  This will help prevent the build up of back pain and may help prevent further deterioration of the shape of the back bones (crush fractures).  A child that spends the full day in their wheelchair should be given time to get out of the chair to lie or move about on the floor.  This will help prevent pains in the hips/knees and muscle shortening that can give rise to other problems.  

Children with mild OI often suffer from a large degree of hypermobility and may therefore need rest periods from very busy activities.

Playtimes/Lunchtimes

Outside play‑ for the younger child supervision is required as at this age the child is not yet aware of safety issues.  

Social ‑ It is important for the child to build peer relationships and make friends.  However, the child will need supervision during interactions to maintain their safety, as the other children may not understand risks involved. 

Seating ‑ If a child has specialist seating in the classroom then they will benefit from this seating while having their lunch, in order to promote good posture and prevent aches and pains.

Cutlery ‑ A child may have been provided with specialised chunky or shaped cutlery to improve skill and independence.

Trips

A child that can normally manage short distances walking may not manage on a trip that involves moderate walking or activities.  If so the child may require the use of a wheelchair/buggy for longer distances, use of this during the trip should be planned.  Many children can self propel their wheelchair but will tire over a longer distance.  A parent or carer may need to accompany the child.

Physical Education/Activity days
A child should be given the opportunity to be included in the session as much as they are able; this may require the help of a classroom assistant.  Exercise is important for all, for general fitness and strength.

Parents and teachers/carers should discuss the activities that will be on the curriculum before the child starts to join in. This will help to exclude any activities that are not suitable and will open up discussion of how to enable the child to participate.

Things to avoid

· Jumping off objects, suggest climbing down.

· Bouncing e.g. trampoline/trampettes and Bouncy castles.

Beneficial activities

Music and movement  

· Dance & rhythm and listening as for all the other children.

· Ball skills such as throw and catch – use foam or soft  balls/bean bags

· Balance skills, particularly if child has joint hypermobility, as often balance games and exercises are part of their Physiotherapy programme.

A wheelchair user could be placed on the floor to allow for imaginative movement.

If no alternate activity can be found then the child could carry out a programme designed by their physiotherapist with the aid of the designated helper

We hope this information is helpful to you in caring for this child.  The Brittle Bone Society can offer information and support to parents, relatives and supporting teams.
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