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Introduction 
This information sheet is offered as a guide to you and your family. It provides background information on this treatment. Your treatment will be fully explained by your doctor or nurse, who will be happy to answer any questions.

Who can benefit?
Bosentan can be used in adults with systemic sclerosis who have developed digital ulcers (sores on the fingers and toes). These ulcers have developed because of poor blood supply to the fingers and toes due to the disease. Bosentan will hopefully reduce the number of new digital ulcers that are formed. It is also licensed for use to treat pulmonary arterial hypertension (PAH).
Treatment

Your doctor has suggested that you may benefit from being prescribed bosentan as a treatment for your severe Raynaud’s and digital ulcers.
How does it work and how is it given?

Bosentan blocks the effect of a naturally occurring substance called endothelin-1. Endothelin-1 causes blood vessels to narrow. Bosentan therefore causes blood vessels to expand and so improve the blood supply to your fingers and toes.
Bosentan is an oral tablet, taken in the morning and evening.  Adults start on a dose of 62.5mg twice a day for 4 weeks and then increase to the usual dose of 125mg twice a day. You can take it with or without food.
What if I miss a dose?

Take a dose as soon as you remember, then continue to take your tablets at the usual time. If it is very late, do not take a double dose to make up for the forgotten dose.

Stopping Bosentan

You should not stop taking bosentan unless we advise this. If you have any problems please contact the Connective Tissue Specialist Nurses (telephone number provided below) and they will advise appropriately.
What are the side effects?

Bosentan is generally well tolerated. The most common side effects with bosentan (seen in 1 or more patients in 10) are headache, oedema of the feet and ankles (swelling) or fluid retention, anaemia (low levels of haemoglobin), lower platelets and white cell count. It may also cause abnormal results of tests carried out to check the liver (liver enzymes).

Because of the risk of liver problems, and other associated blood count problems the doctor will measure the levels of liver enzymes and full blood count before treatment, and every month during treatment for the first year. This may be reduced to three monthly after a year from starting.
For a full list of all side effects, please see the package leaflet.
Interactions

Bosentan must not be used in patients who have certain liver problems, are taking ciclosporin, some anti-fungal medication, or rifampicin.

The effectiveness of some medicines (such as the contraceptive pill) can be affected by taking bosentan at the same time. You must ensure that you are using effective contraception.
For a full list of all restrictions, see the package leaflet.

Pregnancy and breastfeeding

Do not take bosentan if you are pregnant or trying to conceive. Bosentan may harm unborn babies. You must use suitable contraception. You are advised to stop breast-feeding if bosentan is prescribed for you, because it is not known whether this medicine passes into breast milk.
Supply of medication

Most prescriptions for bosentan will be supplied by the Rheumatology Service at the Freeman Hospital. If you are taking bosentan for pulmonary hypertension it will be provided by that service.
For further information
Please contact:

Karen Walker and Julie Norris Connective Tissue Disease and Vasculitis Nurse Specialists 0191 223 1503 (and leave a message on the answer machine).
PALS (Patient Advice and Liaison Service) for help, advice and information about NHS services. You can contact them on freephone 0800 032 02 02, e-mail northoftynepals@nhct.nhs.uk or text to 07815500015.
Useful websites 

If you would like further information about health conditions and treatment options, you may wish to have a look at the NHS website at www.nhs.uk   
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