- Coping with Lupus
LUPUS How Lupus May Affect My Life

Greater Florida Chapter, Inc.

Having lupus can make the demands of everyday life challenging. When lupus is active, symptoms
of joint stiffness, pain, extreme fatigue, confusion, or depression can make even simple tasks diffi-
cult and sometimes impossible. And, because you may not have any visible signs of disease, the
people around you may not realize how much discomfort and pain you are experiencing, or they
may not know that you are sick at all.

You should not ignore the limitations that come with this disease. But there are steps you can take
to stay active with work, relationships, and events that enrich your life. These actions and strategies
can lighten the burden of your illness and allow you to lead a life of accomplishment and achieve-
ment.

Explaining Lupus

It is not easy to describe a disease with symptoms that are so varied and yet often not visible, with
effects ranging from manageable to life-threatening. Lupus is also a disease of flares (the symptoms
worsen and you feel ill) and remissions (the symptoms improve and you feel better). Explaining Iu-
pus is made even more difficult because the causes of lupus are unknown.

Perhaps a good way to start to explain lupus is to make clear what lupus is not.

e Lupus is not contagious. You cannot “catch” it from someone or "give” it to someone.

e Lupus is not like or related to cancer.

o Lupus is not like or related to HIV (Human Immune Deficiency Virus) or AIDS (Acquired Immune
Deficiency Syndrome).

You can then talk about what lupus is.

e Lupus is an autoimmune disease in which your immune system mistakenly sees your own

healthy tissues and cells as foreign.

Lupus is a chronic disease. This means that anyone who develops lupus will have lupus for the

rest of his or her life.

Lupus has many different symptoms and affects each person differently.

Lupus can cause a mild skin rash or achy joints, or can damage the kidneys, heart, lungs, brain,

or other internal organs.

Lupus is unpredictable. Symptoms can appear, disappear, and change. Knowing this may help

other people understand your ups and downs, and also the changes that you may have to make

in your life.

Lupus and Your Family

Family life will inevitably change when a family member receives a diagnosis of lupus. Good com-
munication will be important in making sure that home life remains as normal as possible. Sharing
information about the illness, its symptoms, and its treatment can lessen everyone’s fears and con-
cerns. Keeping a sensible schedule is another good idea. Learn to make time for what really mat-
ters, say “"no” to what isn’t important, and leave the rest for tomorrow-or the next day.

Being a parent with lupus certainly makes parenting more difficult. As a parent you should try to:

e Maintain a sensible schedule

e Reassign household responsibilities as needed

e Arrange for friends or outside family members to help out when possible

e Talk to your children about lupus and the changes it may cause in your health and in the re-
sponsibilities of different family members.

If your child has lupus you will need to consider his or her emotional and physical well-being. You

should become aware of the challenges your child may face, today and in the future. This will allow

you both to create short-and long-term strategies. Above all, your child should be encouraged to

have and strive for goals and dreams. It is important to let children know that lupus does not have

to control all aspects of their lives.



Planning to have children and being pregnant are two other areas of family life that demand
special considerations when you have lupus. If you are being treated with cytotoxic (chemotherapy)
medicines, you may want to talk to your doctor about banking your eggs or sperm. If you want to
plan a pregnancy, your team of doctors should include a rheumatologist, obstetrician, and high-risk
pregnancy specialist (perinatologist), just in case any problems arise.

Men with lupus may feel a loss of masculinity because lupus develops in women much more often
than in men. However, men with lupus are fertile, able to be sexually active, and have normal repro-
ductive abilities. One exception is that treatment with cytotoxic (chemotherapy) medicines can
cause sterility in both men and women.

Intimacy Between Partners

Intimacy between partners often will be affected by the symptoms of lupus.

e Changes in your physical appearance, like skin rashes or lesions, hair loss, or weight gain may
affect how you feel about yourself.

e Joint pain, mouth sores, and vaginal ulcers can slow sexual responsiveness and make both fore-
play and intercourse painful.

e Pain, fatigue, depression, and certain medications can lower your interest in sex and intimacy.

It is possible to keep intimacy and tenderness between partners. Good communication with your

partner will help you deal with negative self-perceptions or feelings of rejection. Couples may also

wish to work with a licensed therapist for additional guidance.

Special Considerations

A network of friends and neighbors can give the same kind of valuable support as family mem-
bers. But in order to give support, friends need to have some understanding of the nature of lupus.
Let your friends know what to expect when the disease is active.

The workplace is another area that may need special consideration when you have been diagnosed
with lupus. Many people with lupus are able to continue to work. Although they may need to make
changes in their work environment. Flexible work hours, job-sharing, and telecommuting may also
help you to keep working.

You may be concerned that telling your employer about your lupus diagnosis might call into question
your effectiveness in your job, or might cause your employer to think you are no longer a desirable
employee. In confronting these work-related issues, you should refer to the Americans with Disabili-
ties Act (ADA) which says an employer may not discriminate against a qualified individual with a dis-
ability or chronic illness.

If the physical and/or mental demands of your job become too much for you to handle, you might
benefit from changing to another job, or switching to part-time hours. And, if lupus interferes with
your ability to function-physically, mentally, at home, or on the job-it may be useful to seek profes-
sional help.

In some cases, not working at all may be the best choice for your health. Your employer may offer
short-term and/or long-term disability benefits. Financial and other support services may be avail-
able through local, state, or federal government and non-profit agencies.

Taking personal time is one of the most valuable lessons every person with lupus needs to learn.
Living well with lupus often involves making some changes-physical, emotional, spiritual-within your
family, profession and social circle. But there is a significant difference between viewing yourself as
a person with a chronic illness, and viewing yourself as a chronically ill person.
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