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What is mycophenolate?

Mycophenolate is a treatment for the immune system and is used in 
many inflammatory diseases such as rheumatoid arthritis, dermatology 
diseases and some cancers. Although not licensed for use in asthma or 
interstitial lung disease it is sometimes used to help control these 
diseases.

It is important that you read the manufacturers leaflet as well as 
this one. The manufacturers leaflet contains further information 
about the drug that you will need to know.

How does mycophenolate work?

Mycophenolate acts on certain cells in your immune system to try and 
damp down the inflammation which causes your lung disease.

How do I take mycophenolate?

Mycophenolate is taken as a tablet that should be taken whole and not 
crushed. The dose you take will be introduced gradually with careful 
monitoring. This will be done under the instruction of your specialist 
team. The final target dose is usually 1 gram twice a day.

How often do I take mycophenolate?

Mycophenolate is taken twice daily, every day.

How long will I need to take mycophenolate?

Mycophenolate is an ongoing treatment. The length of time you take it 
will be decided by your doctor and your response to the treatment.
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Will I still need my other treatments?

Yes. Mycophenolate is used to help improve your disease and reduce 
the amount of steroids you need. You will be given clear guidance 
regarding any treatment changes.

How will I know if the mycophenolate is working?

You should begin to need less steroid therapy for your respiratory 
condition. In asthma, your attacks should become less frequent and less 
severe. In interstitial lung disease it may reduce your requirement for 
steroid therapy and may prevent further lung scarring.

Are there any side effects?

As with any medication, mycophenolate can have side effects. The most 
common side effect is diarrhoea. As many as 1 in 10 people can be 
affected by this. Other common side effects (affecting 1 in 100 people) 
include stomach pains, feeling sick, altered taste, tiredness and hair 
thinning.

Less common side effects (affecting 1 in 1000 people) include an 
increased risk of some infections. If you have signs of infection such as 
fever, shivers and shakes you should contact your doctor as soon as 
possible. It can also upset your liver, lungs, or your blood count but this 
can be detected through regular blood monitoring.

Severe mouth ulcers are uncommon. You should tell us urgently if they 
happen as they may be an indication of ulcers occurring somewhere else 
in the digestive system.

People on medication that suppresses their immune system (including 
mycophenolate) may be at increased risk of skin cancers, although the 
risks remain low. It is therefore important to be very careful in the sun, 
wear hats and long sleeved clothing where possible, and use high factor 
sun screens (factor 15 or above)..
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It is important that you discuss any changes in your day-to-day health 
after you have started on mycophenolate as everyone is different and 
may react differently to the treatment. This is also to enable us to keep 
you as well as possible whilst taking the treatment.

What are the benefits of taking mycophenolate?

The reason for taking mycophenolate may be to improve your disease. 
It may also help to reduce or even stop the need for steroid medication 
such as prednisolone. Steroids have a number of side effects. By adding 
in mycophenolate, it may be possible for you to wean down your steroid 
dose and reduce the overall risk of side effects.

Are there any other ways to treat my condition?

The most effective way to treat your condition is to supress your 
immune system but mycophenolate is not the only drug available which 
achieves this. If you do not respond well to it your consultant will discuss 
other options with you.

Will I need any special tests whilst taking 
mycophenolate?

Yes. You will need to have regular blood tests to see how well the 
mycophenolate is working and to be sure it is not causing any harm. The 
frequency will vary depending on your dose of mycophenolate and the 
results of your blood tests.

Can I take other medicines whilst taking 
mycophenolate?

Yes but it is very important that you tell your doctor, pharmacist and 
dentist that you are taking mycophenolate. Always check that any drugs 
you buy over the counter are safe to use with mycophenolate.
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Drugs you should not take with mycophenolate include certain 
medications for infections. Always remind your doctor before he or she 
prescribes them that you are taking mycophenolate.

You should not have any live vaccines without speaking to your doctor 
first. You also need to avoid people with chicken pox or shingles, 
especially if you have not had these illnesses yourself.

What should I do if I forget my medication?

It is important to try and take your medication regularly. If you miss a 
dose, do not take extra to make up for the missed tablets. 
Continue with your usual twice daily dose.

What happens if I take more medication than I should?

Seek advice from your specialist team or your GP.

How should I store my mycophenolate?

Store at room temperature and keep out of the reach of children.

How do I get a repeat prescription?

Mycophenolate should be prescribed by your hospital consultant and 
dispensed by the hospital pharmacy. It is important to note that the 
brand of medication prescribed must stay the same throughout the 
course of treatment.

What if my partner and I want to start a family?

Mycophenolate can cause birth defects whether it is the father or 
mother who takes it. It is recommended that mycophenolate is 
discontinued 6 weeks prior to consideration of starting a family for 
women and 12 weeks for men. All patients and their partners must take 
extremely reliable contraceptive precautions during treatment and for at 
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least 12 weeks after treatment has been stopped. We recommend 
seeking urgent advice from your GP if you or your partner becomes 
pregnant.

Can I drink alcohol whilst taking mycophenolate?

Alcohol can damage your liver and mycophenolate can increase the risk 
of liver damage. We recommend that you avoid alcohol completely 
although an occasional drink such as one pint of beer or a glass of wine 
is unlikely to be harmful.

Is there anything else I should know?

If you are considering donating blood, you will need to be off treatment 
for 6 weeks before doing so.

It is also recommended that males need to be off treatment for 12 
weeks before considering sperm donation.

What if I want more information?

Any concerns or questions should be discussed with your doctor or 
nurse specialist. No question is too trivial.

You may also find the following websites useful:

• www.britishlungfoundation.org.uk
• www.asthma.org.uk
• www.actionpulmonaryfibrosis.org
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Useful contact numbers

Interstitial Lung Disease Nurse Specialists

• 0114 226 9758

Asthma Nurse Specialist

• 0114 226 6308

Secretary to Professor Sabroe and Professor Renshaw

• 0114 271 1828

Secretary to Dr Bianchi and Dr Barber

• 0114 271 4279

Medicines Help Line

• 0114 271 3401

These numbers are only answered Monday to Friday during office hours; 
however we do have an answering machine service. For out of hours 
support please contact NHS 111.
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