LOWE SYNDROME

What we see is in fact made in the brain.  The brain makes sight from signals given to it by the eyes.  

What is the normal structure of the eye?

The eye is made of three parts.  

· A light focusing part at the front (cornea and lens).

· A light sensitive film at the back of the eye (retina).

· A large collection of communication wires to the brain (optic nerve).
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What is Lowe syndrome?

Lowe syndrome is a genetic condition, from birth, that has a problem with a special chemical called phosphatase affecting the child’s eyes, brain and kidneys.  This usually affects boys but girls may inherit the disorder and pass it on to their own children.

How does this affect the way my child sees?

Several conditions can be associated with Lowe syndrome

· Cataracts usually cause blurring of vision in the affected eye(s).  If both eyes have cataracts they are much more likely to have serious visual impairment.  How blurred the vision might be depends on:


· How cloudy the lens is.

· Which part of the lens is cloudy.

· Whether the child has developed a ‘lazy’ eye.

· Whether the eye has other conditions that might reduce vision. 

· Glaucoma in children is a condition in which the watery fluid in the eye fails to drain in the normal way, causing a build-up of fluid and pressure within the eye.

· Corneal scarring.  This is a haze caused by scar tissue growing over the cornea, the clear, curved window at the front  of eye.
· Nystagmus is a condition where the eyes wobble all the time. The wobbling of the eyes has the same effect as camera shake might have on a photograph.  The picture is blurred.

· Squint is a condition when one eye turns inwards or outwards.  This is because the eyes are not working together. 

· Amblyopia is reduced vision that is not corrected by glasses This is when one eye sees better than the other and occurs when the difference between the two eyes is more than can be explained by the cataract.  

· Photophobia/Glare.  Some children may be more sensitive to bright light.
Few children have all these conditions but nearly all will have cataracts.  Cataracts and corneal scarring are the main causes of visual impairment in Lowe syndrome.  The cataracts are present from birth and the corneal scarring usually occurs later.  Leaflets are available depending on which condition affects your child’s vision.

Other general conditions that may be associated with Lowe syndrome are

· Kidney problems

· Learning difficulties

· Growth problems

What can be done to help?

This depends on which conditions the child has.  (See leaflets)

Cataracts are only removed if they are causing significantly blurred or reduced vision.

· Surgery.  The lens of the eye is removed.  Once the lens has been removed, it needs to be replaced by another lens.  This can be a spectacle lens, a contact lens or a small plastic lens inside the eye (intraocular lens).

· Glasses.  Changes in the lens of the eye may mean that children need glasses even when surgery is not needed.  

· Tinted lenses and a peaked hat. May help to reduce glare. 

· Patching.  The lazy eye may need extra help to see by using a patch on the better eye.

· Squint.  Sometimes an operation can be done to correct a squint. 

How can parents, family, friends and teachers make a difference?

With this condition it is extremely important that you keep ALL your eye appointments.  Your child’s vision needs to be monitored very closely.

· These children often have multiple problems so support and understanding is needed.

· Ensure that your child wears their glasses or contact lenses as instructed.

· Ensure that the patching routine is followed.

· Use bright toys and lights to encourage your child to use their vision. 

· Even after cataracts have been removed, your child may still have a reduction in their vision which might require them to be seated at the front of the class for board work and, in some circumstances, they might need larger print.

· Be aware of the problems with glare.  Children may need reduced or shaded light.  Blinds and curtains are useful.

· Wherever possible have matt surfaces for desktops, whiteboards, paper, wall, floors etc.   Shiny surfaces, snow and water can reflect light, causing glare.
· Near work.  A close reading position may be preferred and should not be discouraged.
· Seating in school.  Where possible the child should be seated close to the teacher, away from windows where there are no blinds and close to the board and TV.
· For some children, adaptation and modification of materials may be necessary e.g. large print, desk copies of board work and adapted ICT display.
· School equipment.  Many children with albinism, at Key Stage 2 and above, benefit from using some type of magnifier.  This enlarges print making reading less tiring.  It may sometimes be helpful to provide a desk stand or a copyholder, which will bring work to eye level and prevent discomfort and poor posture.
Useful contacts.
Action for Blind
Tel: 0121 665 4200

RNIB

Tel: 0303 123 9999
Birmingham Focus

Tel:  0121 478 5252

LOOK (for families with visually impaired children)

Tel:  0121 428 5038

Lowe Syndrome Trust

Tel:020 7794 8858
E-mail: lst @ lowetrust . com 
or lowetrust @ gmail .com
 

This information is intended to describe most aspects of the condition but each child is different and there will always be exceptions.
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