How Can People Cope With Lupus?

There is of course no EASY answer to this question.  In our experience, we believe the following to be helpful.

Learn all you can about LUPUS.  Nothing is more frightening than the unknown.  False outdated information about LUPUS has caused needless anguish and panic.

Listen to your body.  Learn how LUPUS affects you.  Each person is different.  Do not get discouraged if this learning process takes a few years.   

Get adequate rest.

Learn to say "NO" when people or situations are pushing you beyond your endurance.

Don't be a 'hero' and try to handle your disease all by yourself.  Talk to your doctors and pharmacist.  Explain your situation to your family, friends and employers.  Don't make LUPUS a big, dark secret.  You have nothing to be ashamed of in being ill.  

Don't be afraid of depression.  It is a normal reaction, often inherent in Lupus and all chronic illnesses.  Share your anxieties and fears with people you trust and with your doctors.

Learn about good nutrition.  Consult your doctor and hospital dietitian.  Numerous helpful pamphlets are available.

Reduce your sodium intake, especially if you take steroid medications (prednisone) or if you have kidney problems.

Watch for and report edema (swelling of ankles, thighs, abdomen, etc) caused by fluid retention.

Avoid exposure to the sun.  Certain rays of the sun can cause LUPUS to flare up in most patients.  Learn about sunscreens and use them year round.

Pay attention to yeast infections.  Your doctor can prescribe helpful medications.  Learn which foods, if any, make your yeast infection worse.

Consult your doctor before you see your dentist.  Antibiotics are sometimes prescribed to reduce the danger of infection as a result of dental manipulation.

If skin problems persist (acne-like symptoms, serious dry skin, etc.) ask to be referred to a dermatologist.  There is help available.

Keep a positive attitude - though this is hard at times.  Decide that you and not LUPUS - are going to run your life.  Some have really been helped by relaxation exercises, meditation and visualization.

Practice moderation in all things.  Don't eat or drink too much.  Don't get too tired.  Don't get too hurried, busy or stressed.

Keep an accurate record with dates of your visits to the doctor, tests undergone, changes in prescription, etc.  This “personal record" can be helpful if you move or if you have to apply for sickness disability.      

Written by Bob McVety, a lupus patient presently living in Regina, Sask.---from his own experience.

