If You Have Lupus

Your best tool as a person with Lupus is to educate yourself about your diseases and be able to educate the people around you.  You will benefit from learning as much as you can about Lupus, and specifically about your lupus -which may present itself differently from another person's condition.

Lupus is known as ‘the disease with a thousand faces' -there are several different ways that the disease can affect you.  For example, at some point during the course of lupus, up to 50% of persons describe feelings of confusion, fatigue, memory impairment, and difficulty expressing their thoughts.  You may also suffer from mood swings, irritability, extreme emotional or mental fatigue -even without any obvious flare -up symptoms.   

It is important that you get to know how you experience your Lupus so that you can explain it to people.  This is particularly important as many of the symptoms of lupus are invisible and you may ‘look just fine’ to other people and be in a flare.

When first diagnosed or when you are flaring, you may not be well enough to understand all that's happening.  To allow you to collect your thoughts and questions, you might want to ask your doctor for a special appointment to discuss your condition in detail.  In the meantime, it can be a good idea to write down any questions or symptoms you want to talk about, because it is easy to forget them.

If you find you cannot cope alone, ask a family member or close friend to come with you to the hospital or to the doctor's office to hear what is being said and to help explain what is happening to you.  (Your advocate is there to listen, and to speak out when you cannot - not to take over the meeting.)

If you want more information than your physician provides, there are good books, articles and pamphlets written on the subject and your local association can provide suggestions.  The more you know, the better you can cope.

Seek out information you need from as many sources as you can.  The word “reliable" is important here.  Not everything in print or on the Internet is true; so make sure you check the source or the information with your doctor or your lupus association.  

Don't be afraid to speak about lupus, or to meet other persons with lupus.  You will soon realize that you are not alone.  

A visit with your association can be arranged, if this would be helpful.  Speaking with someone who has been through what you are experiencing can sometimes relieve a lot of tension and ease your fears.

In addition to the resources listed in this kit and ones you can obtain from your lupus association, there is another, important type of information that many have found helpful.  This source of information (and encouragement) is the first hand experience of people living with lupus.  Your local lupus association can help you find (or even create) a self-help group, or put you in touch with someone to talk to.

Gathering and sharing what you learn will help you and those around you to understand how lupus can affect your life, why you feel the way you do, what is happening to you, what treatments are available, what to expect, how symptoms can affect you and how best to deal with them.   
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