MARFAN 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 Marfan syndrome?

Marfan’s is an inherited condition with several features which may affect different organs of the body, for example eyes, skeleton, lungs, heart and blood vessels.

How does Marfan syndrome affect the eye?

· Myopia. This is also known as short sightedness

· Lens subluxation. This means the lens is not sitting in the correct position behind the centre of the pupil, but instead is tilted.  This in turn causes astigmatism, which blurs the retinal image. 

· Cataract

· Retinal Detachment

· Squint. This is when one eye turns in or out and stops working with the the other eye

· Iritis (inflammation of the iris)

· Glaucoma 

You may find other leaflets in this series helpful, especially Retinal Detachment, Cataract, Amblyopia, Uveitis, and Glaucoma.

How does this affect the way my child sees?

Vision

· Marfans can affect vision in different ways in different children. This depends on which eye features your child has.

· Be aware that vision may change suddenly.

Photophobia / Glare

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

What can be done to help?

1. Glasses or contact lenses.  These may be prescribed to correct the short sightedness and the astigmatism.  Tinted lenses may help to reduce glare and photophobia.

2. Peaked cap.  To reduce glare, a peaked hat or visor may also be helpful.

3. In addition to glasses or contact lenses, low vision aids such as magnifiers may be useful.

4. Surgery. Surgery may be needed in some cases. Your child’s eye specialist will advise you.

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

· Be aware of possible problems with glare. Children may need reduced or shaded light.  Blinds and curtains may be useful.
· Wherever possible use matt surfaces for desktops, whiteboard, paper, wall, floors etc. Shiny surfaces, snow and water can reflect light, causing glare.
· In severe cases significant adaptation and modification of curriculum materials will be essential.
· Be aware of sudden changes in vision and seek immediate advice if you notice anything.
· Keep all hospital appointments.
· Be aware that this condition does not only affect the eyes
· Encourage your child to wear any prescribed spectacles or contact lenses.  If your child wears contact lenses, keep all follow-up appointments and follow the specialist’s advice for cleaning or replacing the lenses.
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

Marfan Association UK

Rochester House

5 Aldershot Road

Fleet

Hampshire

GU51 3NG

Tel: 01252 810472

Fax: 01252 810473

Web: www.marfan.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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