ALBINISM

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 Albinism?

This is an inherited condition affecting all racial groups and results from a lack of pigment or the inability of the body to produce melanin.  There are several types of albinism.  It is characterised by white hair, fair skin, pink iris and visual impairment.  In the severest form the macula (the most visually sensitive part of the retina) is under-developed and nystagmus (wobbling eyes) may be present.  Ocular albinism is a form when only the eyes are affected resulting in a visual impairment, with no outward sign of the condition.

How does this affect the way my child sees?

Vision

· Albinism can affect vision in different ways in different children.

· Generally, the less melanin pigment in the iris and retina of the child, the poorer the vision.  

· Some children may see very well while others may only see bright lights and large shapes.  

· In Albinism it is usually only the central vision that is poor.  

· The vision around the sides (peripheral) is often fine.  Because of this, although many children with Albinism have difficulty seeing small letters, most have no difficulty seeing to get around.

Nystagmus

This is an involuntary “wobbling” of the eyes, which affects the ability to focus properly.  When looking in certain directions the eyes may wobble less and the vision may be better. This is called the null point.

Photophobia/Glare

Children may be uncomfortable in bright light and this may cause their eyes to water.

What can be done to help?

1. Glasses. In Albinism glasses may be needed and tinted lenses may reduce the glare.

2. Head posture.  Children may find it easier to see if they turn their head.  They must not be discouraged from doing so.

3. Hat.  To reduce glare a peaked hat or visor may also be helpful.

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

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

2. Wherever possible have matt surfaces for desktops, whiteboards, paper, wall, floors etc.   Shiny surfaces, snow and water can reflect light, causing glare.
3. Outdoor protection.  Encourage the child to wear specially tinted glasses and use a high factor sun cream.
4. Head turn.  Do not discourage this but if it seems extreme the unusual head position may cause discomfort.
5. Near work.  A close reading position may be preferred and should not be discouraged.
6. 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.
7. 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

Albinism Fellowship

PO Box 77

Burnley

Lancashire

BB11 5GN

Tel: 01282 771 900 (Tue and Fri 2-3pm)

E-mail: Albinism@bughunter.co.uk
Website: www.albinism.org.uk
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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