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Lupus

What is the problem?

Lupus is an unpredictable and misunderstood autoimmune disease that can affect the body’s
joints and any organ, including the skin, kidneys, brain, heart and lungs. It causes the immune
system to see the body’s healthy cells as foreign invaders and attacks them.

No two cases of lupus are exactly alike. Its health effects can range from a skin rash to a heart
attack to kidney failure. It strikes without warning, has unpredictable and sometimes fatal effects,
lasts a lifetime, and has no known cause and no known cure.

According to the Lupus Foundation of America, an estimated 1.5 million Americans have lupus.
Women of color have shown to be at a disproportionately high-risk for developing lupus. Many
scientists believe that lupus develops in response to a combination of factors both inside and
outside the body, including hormones, genetics and environment. There is also no single test to
diagnose lupus. On average, it takes six years for people with lupus to be diagnosed from the
time they first notice their symptoms.

Early diagnosis is critical to managing symptoms and preventing long-term health consequences
of the disease. More research is needed to develop safer and more effective treatment options.
Only one drug has ever been developed specifically to treat lupus and approved by the

U.S. Food and Drug Administration. Medications used to treat lupus can have very serious side
effects, leading to increased risk of infection, cancers, bone loss, diabetes and infertility.

Symptoms of Lupus
Symptoms of lupus come and go, change over time, and often imitate other illnesses, making
lupus difficult to diagnose.
e Skin Rashes
o A red “malar” rash or color change that may appear across the cheeks and bridge
of the nose in the shape of a butterfly. Rashes could also occur on the ears, upper
arms, shoulders, chest and hands.
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Overwhelming fatigue no matter how much sleep you get, so the disease looks invisible
to family, friends and co-workers
Joint swelling and pain
o Pain that makes simple tasks like raising your arm to brush hair or tying your
shoes impossible.
Low-grade fevers that last for days or weeks and can’t be explained
Skin lesions that appear or worsen with sun exposure (photosensitivity)
Shortness of breath
Headaches, confusion and memory loss
Pain in your chest when you take a deep breath
Re-occurring sores in your mouth

Fingers turning white and/or blue when cold (Raynaud’s phenomenon)

Who does it affect?

While lupus can strike anyone at any time, 90 percent of the people living with lupus are
females.

Lupus strikes mostly women of childbearing age, between the ages of 15-44, often
affecting their ability to have a career or children.

Women of color are at 2-3 times greater risk for lupus. A 2014 CDC-funded study found
that minority women tend to develop lupus at a younger age, experience more serious
complications and have higher mortality rates.

Living with lupus and managing symptoms
The severity of lupus can range from mild to life threatening. The potential complications of
lupus can include:

Heart attacks

Strokes

Seizures

Infertility or high-risk pregnancy

Neurological inflammation and dysfunction

Pericarditis (inflammation of the lungs and heart)

Kidney complications, potentially resulting in kidney failure

While lupus can be disabling and fatal, the disease can be managed in most cases through
aggressive medical treatment and lifestyle changes. Since there is no cure for lupus, the goal of
treatment is to manage symptoms and minimize damage to organs. The approach to treatment
depends on the type and the severity of disease, general health and lifestyle.

General recommendations for all patients include sun protection, proper diet and nutrition,
exercise, no smoking, management of comorbid conditions and taking precautions to prevent



infection. The unpredictability of the disease makes it difficult to manage. The financial,
emotional and physical toll of lupus is significant.

e People with lupus surveyed take nearly eight prescription medications to manage all their
medical conditions

e 84 percent of people with lupus surveyed indicate they feel they are a burden to their
family and friends due to their inability to perform daily activities. In addition, 94
percent indicate that lupus interferes with their ability to enjoy life.

e More than half (55 percent) of people with lupus surveyed whose work is affected
are working part-time, intermittently or are unemployed because of lupus.

e A 2008 study published in Arthritis & Rheumatology found that the average annual direct
health care costs of patients with lupus was $12,643.

The Bottom Line:

Lupus continues to present many unanswered questions and getting a diagnosis can take years. It
affects all areas of an individual’s life, emotionally, financially and physically. A good doctor-
patient relationship and support from family and friends can help people with lupus cope with
this chronic and often unpredictable illness.

Public awareness of lupus remains low—73 percent of Americans between the ages 18-34 have
either not heard about lupus or know little or nothing about lupus beyond the name. This is
particularly disturbing because this is the age group at greatest risk for the disease.

Increased public understanding of the signs and symptoms of lupus and its challenges are critical
to getting people diagnosed and treated sooner.

CDC funds organizations like the Lupus Foundation of America and American College of
Rheumatology to conduct activities to increase the knowledge and awareness of the signs,
reduce the time to diagnosis and improve patient self-management practices. More information
about CDC and its partners’ lupus efforts is available at: www.cdc.gov/lupus.

Case Example:

Audrey Ayala a native Texan, mother of three, wife and entrepreneur. When Audrey was 26
years old, she felt her life as she knew it slip away. Suddenly, she couldn’t see or speak. Her
arm and leg went numb, and she ended up in the ICU battling for her life. After several tests,
Audrey was referred to a rheumatologist and diagnosed with lupus. She was forced to quit her
job in the corporate world because she was exhausting her energy and struggling with the
extreme fatigue that comes with lupus. Audrey now has been hospitalized due to lupus 35 times.
In addition, Audrey and her husband learned they were expecting their third child just two
months after she completed chemotherapy for her lupus. She had an extremely challenging
pregnancy, but she did everything possible to protect her developing baby, cutting back her
medications from 26 pills a day to six. Audrey says, “At the end of the day, I realized that
allowing my children to see me battle and fight whatever lupus brings my way is only going to
prepare them for whatever life may bring.”
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Read more of Audrey’s story here.

_Additional case examples
e Monique Gorey-Massey: https://www.youtube.com/watch?v=kjoK3HVFOGY
e Rudy Villamar: https://www.youtube.com/watch?v=BroqyE25 s
e Taylor and Bonnie Kassell: https://www.youtube.com/watch?v=L.OnEJHhXUDo
e Allesandra Paso: https://youtu.be/pS44eb6NbFo
e Sydney Evans: https://youtu.be/AoppChcsPYE
e Nicole Carfagna: https://youtu.be/xia2BbBL MCY
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