
 

 

Media Guide: Lupus Facts   
 
Lupus is a chronic, autoimmune disease that can 
damage any part of the body (skin, joints, and/or 
organs inside the body). Signs and symptoms 
tend to last longer than six weeks and often for 
many years.  
 
Lupus can range from mild to life-threatening 
and should always be treated by a doctor. With 
good medical care, most people with lupus can 
lead a full life. 
 
Because lupus can affect so many different 
organs, a wide range of symptoms can occur. 
These symptoms may come and go, and 
different symptoms may appear at different 
times during the course of the disease. 
 
Many of these symptoms occur in other illnesses. 
In fact, lupus is sometimes called "the great 
imitator" because its symptoms are often like the 
symptoms of rheumatoid arthritis, blood 
disorders, fibromyalgia, diabetes, thyroid 
problems, Lyme disease, and a number of heart, 
lung, muscle, and bone diseases. 
 
In lupus, something goes wrong with the 
immune system. Normally our immune system 
produces antibodies that protect the body from 
these invaders, but with autoimmune diseases, 
the immune system cannot tell the difference 
between these foreign invaders and the body’s 
healthy tissues.  
 
Autoantibodies are created that attack and destroy healthy tissue and cause 
inflammation, pain, and damage in various parts of the body. 

http://s3.amazonaws.com/lupusorgnrcl/Infographics/Signs_and_Symptoms.jpg?mtime=20170316170147
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40-70 % 
of people with lupus will 
find that their disease is 
made worse by exposure 
to ultraviolet (UV) rays from 
sunlight or artificial light. 

 

Lupus is not contagious, not even through sexual contact.  
 
Lupus is not like or related to cancer. Cancer is a condition of malignant, abnormal 
tissues that grow rapidly and spread into surrounding tissues.  
 
Lupus is not like or related to HIV (Human Immune Deficiency Virus) or AIDS (Acquired 
Immune Deficiency Syndrome). In HIV or AIDS the immune system is underactive; in 
lupus, the immune system is overactive. 
 
Lupus is not a universally fatal disease. In fact, today, with close follow-up and 
treatment, 80-90% of the people with lupus can expect to live a normal life span. 
 
Lupus varies in intensity and degree. Some people have a mild case, others moderate 
and some severe, which tends to be more difficult to treat and control. For people 
who have a severe flare-up, there is a greater chance that their lupus may be life-
threatening. People do die of this disease; however, the majority of people living with 
lupus today can expect to live a normal lifespan. 
 

Cutaneous Lupus 
 
Approximately two-thirds of people with lupus will 
develop some type of skin disease, called cutaneous 
lupus erythematosus. Skin disease in lupus can cause 
rashes or sores (lesions), most of which will appear on 
sun-exposed areas such as the face, ears, neck, arms, 
and legs. 
 
Lupus skin disease can occur in one of three forms: 

1. Chronic cutaneous (discoid) lupus 
2. Subacute cutaneous lupus 
3. Acute cutaneous lupus. 

 
Chronic cutaneous lupus (discoid lupus) appears as disk-shaped, round lesions. The 
sores usually appear on the scalp and face but sometimes they will occur on other 
parts of the body as well. 
 
Discoid lupus lesions are often red, scaly, and thick. Usually they do not hurt or itch. 
Over time, these lesions can produce scarring and skin discoloration (darkly colored 
and/or lightly colored areas). Discoid lesions that occur on the scalp may cause the 
hair to fall out. If the lesions form scars when they heal, the hair loss may be 
permanent. Cancer can develop in discoid lesions that have existed for a long time. 
Discoid lupus lesions can be very photosensitive so preventive measures are 
important. 
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10 %  
(approx.) of people with discoid 
lupus later develop lupus in other 
organ systems, but it is believed 
that they probably already had 
underlying systemic lupus with 
the skin rash as the first symptom. 
 

Subacute cutaneous lesions may appear as 
areas of red scaly skin with distinct edges or as 
red, ring-shaped lesions. The lesions occur most 
commonly on the sun-exposed areas of the 
arms, shoulders, neck, and body. The lesions 
usually do not itch or scar, but they can 
become discolored. Subacute cutaneous 
lesions are also photosensitive so preventive 
measures should be taken when spending time 
outdoors or under fluorescent lights. 

 
Acute cutaneous lupus lesions occur when your systemic lupus is active. The most 
typical form of acute cutaneous lupus is a malar rash–flattened areas of red skin on the 
face that resemble a sunburn. When the rash appears on both cheeks and across the 
bridge of the nose in the shape of a butterfly, it is known as the "butterfly rash." 
However, the rash can also appear on arms, legs, and body. These lesions tend to be 
very photosensitive. They typically do not produce scarring, although changes in skin 
color may occur. 
 

Other Skin Problems 
 
There are several other conditions that can occur with lupus: 
 
Calcinosis is caused by a buildup of calcium deposits under the skin. These deposits 
can be painful, and may leak a white liquid. Calcinosis can develop from a reaction to 
steroid injections or as a result of kidney failure. 
 
Cutaneous vasculitis lesions occur when inflammation damages the blood vessels in 
the skin. The lesions typically appear as small, red-purple spots and bumps on the 
lower legs; occasionally, larger knots (nodules) and ulcers can develop. Vasculitis 
lesions can also appear in the form of raised sores or as small red or purple lines or 
spots in the fingernail folds or on the tips of the fingers. In some cases, cutaneous 
vasculitis can result in significant damage to skin tissue. Areas of dead skin can appear 
as sores or small black spots at the ends of the fingers or around the fingernails and 
toes, causing gangrene (death of soft tissues due to loss of blood supply). 
 
Hair loss can occur for other reasons besides scarring on the scalp. Severe systemic 
lupus may cause a temporary pattern of hair loss that is then replaced by new hair 
growth. A severe lupus flare can result in fragile hair that breaks easily. Such broken 
hairs at the edge of the scalp give a characteristic ragged appearance termed "lupus 
hair." 
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Raynaud’s phenomenon is a condition in which the blood vessels in the hands 
and/or feet go into spasm, causing restricted blood flow. Lupus-related Raynaud’s 
usually results from inflammation of nerves or blood vessels and most often happens 
in cold temperatures, causing the tips of the fingers or toes to turn red, white, or blue. 
Pain, numbness, or tingling may also occur. People with Raynaud’s phenomenon 
should avoid cold conditions, and, if necessary, should wear gloves or mittens and 
thick socks when in an air-conditioned area. 
 
Livedo reticularis and palmar erythema are caused by abnormal rates of blood flow 
through the capillaries and small arteries. A bluish, lacelike mottling will appear 
beneath the skin, especially on the legs, giving a "fishnet" appearance. Like Raynaud’s 
phenomenon, these conditions tend to be worse in cold weather. 
 
Mucosal ulcerations are sores in the mouth or nose or, less often, in lining of vaginal 
tissue. These ulcers can be caused by both cutaneous lupus and systemic lupus. It is 
important to differentiate lupus ulcers from herpes lesions or cold sores, which may 
be brought on by the use of immunosuppressive drugs. Lupus ulcers are usually 
painless and signs of inflammation will show up in the biopsy. 
 
Petechiae (pah-TEE-kee-eye) are tiny red spots on the skin, especially on the lower 
legs, that result from low numbers of platelet in the blood, a condition called 
thrombocytopenia. Although thrombocytopenia is common in lupus, serious 
bleeding as a result of the low number of platelets usually does not occur. 
 

Treatments for Systemic Lupus  
 
Lupus symptoms vary from one person to another. In many cases, the best treatment 
approach is with a health care team that will tailor treatment to the specific condition. 
Today, physicians treat lupus using a wide variety of medicines, ranging in strength 
from mild to extremely strong. Prescribed medications will usually change during a 
person’s lifetime with lupus. However, it can take months—sometimes years—before 
the health care team finds just the right combination of medicines to keep lupus 
symptoms under control. 
 
There are many categories of drugs physicians use to treat lupus. However, the FDA 
has approved only a few specifically for lupus, which include: 
 
• Corticosteroids, including prednisone, prednisolone, methylprednisolone, and 

hydrocortisone 
• Antimalarials, such as hydroxychloroquine (Plaquenil®) and chloroquine 
• The monoclonal antibody belimumab (Benlysta®) 
• Acthar (repository corticotropin injection), which contains a  naturally occurring 

hormone called ACTH (adrenocorticotropic hormone) 
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• Aspirin 
 

A rheumatologist – specialists in diseases of the joints and muscles – generally treats 
people with lupus. If lupus has caused damage to a particular organ, other specialists 
will be consulted. For instance,  a dermatologist for cutaneous lupus (skin disease), a 
cardiologist for heart disease, a nephrologist for kidney disease, a neurologist for brain 
and nervous system disease, or a gastroenterologist for gastrointestinal tract disease. 
A woman with lupus who is considering a pregnancy needs an obstetrician who 
specializes in high-risk pregnancies. 
 
The goals of any treatment plan are to reduce inflammation caused by lupus, 
suppress an overactive immune system, prevent and treat flares, control symptoms 
like joint pain and fatigue, and minimize damage to organs. 
 
People with lupus often require other drugs to treat conditions commonly seen with 
the disease, including diuretics for fluid retention, antihypertensive drugs for high 
blood pressure, anticonvulsants for seizure disorders, antibiotics for infections, and 
bone-strengthening drugs for osteoporosis. 
 
Anti-Inflammatories: Anti-inflammatories are the most common drugs used to treat 
lupus, particularly symptoms such as fever, arthritis or pleurisy, which generally 
improve within several days of beginning treatment. For many people with lupus, an 
anti-inflammatory drug may be the only medication they need to control their lupus. 
 
Aspirin: Can control some of the symptoms of lupus. 
 
Acetaminophen (Tylenol®): Does not help with inflammation and cannot control 
lupus disease activity. Most people have no side effects when taking Tylenol, but in 
rare cases acute liver failure has occurred. 
 
Non-steroidal anti-inflammatory drugs (NSAIDs): Ibuprofen (Motrin®), naproxen 
(Naprosyn®), indomethacin (Indocin®), nabumetone (Relafen®), and celecoxib 
(Celebrex®). Especially useful for joint pain and stiffness. Side effects of NSAIDS, such 
as abnormal urine test results, occasionally may be mistaken for signs of active lupus. 
Recognizing this possible complication of NSAID use is important because the 
symptoms will go away when the drug is stopped.  
 
Corticosteroids: Corticosteroids (also known as glucocorticoids, cortisone or steroids) 
are synthetic prescription drugs designed to work like the body’s naturally occurring 
hormones produced by the adrenal glands, in particular cortisol. Hormones are the 
body’s chemical messengers that regulate most of the body’s functions. Cortisol helps 
regulate blood pressure and the immune system and it is the body’s most potent anti-
inflammatory hormone. Corticosteroids prescribed for autoimmune diseases are 
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different from the anabolic steroids that weightlifters and other athletes sometimes 
take to increase strength. 
 
Steroid medications work quickly to decrease the swelling, warmth, tenderness and 
pain that are associated with inflammation. They do this by lessening the immune 
system’s response. Prednisone is the most commonly prescribed steroid for lupus. 
Prednisolone and methylprednisolone (Medrol®) are similar to prednisone.  
 
Most people take steroids in pill form, but topical creams or gels are often used for 
cutaneous (skin) lupus. Steroids in liquid form are sometimes injected into muscles or 
directly into joints and in some cases into skin lesions. Pulse steroids are large liquid 
doses given intravenously (injected into a vein) over several hours; the beneficial 
effects can last for weeks, so pulse steroids are sometimes prescribed to control a 
lupus flare or for people who cannot tolerate steroids in pill form. 
 
Steroids can produce a variety of side effects, including changes in appearance (acne, 
round or moon-shaped face, weight gain or hair growth, fluid retention and a 
redistribution of fat, leading to a swollen face and abdomen but thin arms and legs); 
fragile skin that bruises easily; suppressed growth in children; irritability, agitation, 
excitability, insomnia or depression. Changes in appearance and mood are more 
apparent with high doses of steroids. 
 
Long-term steroid use can produce additional side effects, including: 
 

• Increased risk of infections poses the most danger. Infections are one of the 
leading causes of death in people with lupus. 

• Avascular necrosis of bone, which occurs most often in the hip, is the 
destruction of the bone itself and is quite painful. Relief from pain often 
requires total joint replacement. 

• Osteoporosis (bones become fragile and more likely to break) leads to bone 
fractures, especially compression fractures of the vertebrae with severe back 
pain. 

• Muscle weakness and cataracts. 
 

Antimalarials: Antimalarials are prescription drugs used in combination with steroids 
and other medications, in part to reduce the dose required of the other drugs. 
Antimalarials are most often prescribed for skin rashes, mouth ulcers and joint pain, 
but also can be effective in mild forms of lupus where inflammation and blood 
clotting are a concern. Antimalarials improve lupus by decreasing autoantibody 
production, protecting against the damaging effects of ultraviolet light from the sun 
and other sources and improving skin lesions. 
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The two types of antimalarials most often prescribed today for lupus are 
hydroxychloroquine (Plaquenil®) and chloroquine (Aralen®). Unlike the rapid response 
seen with steroids, it may take months before antimalarial drugs improve lupus 
symptoms. 
 
Side effects from antimalarials are rare and usually mild; they include upset stomach 
and changes in skin color. Side effects usually go away after the body adjusts to the 
medication. In high doses and over time, certain antimalarial drugs may damage the 
retina of the eye (retinal toxicity), causing vision problems. If low doses of antimalarials 
are used in the treatment of lupus, the risk of this complication is low. However, as a 
precaution, people treated with antimalarials should get a baseline eye exam before 
or soon after starting the drug and visit an eye doctor (ophthalmologist) annually. 
Long term Plaquenil users on high doses will need to monitor eye health regularly to 
prevent retinal toxicity from long-term use.  
 
Pregnant women should continue to take their antimalarial medication as prescribed 
to avoid a lupus flare. Although this medication can cross the placenta, the possibility 
of eye and ear toxicity in the infant is very low. In fact, recent studies suggest that the 
risk of flare for the mother is greater than the risk of fetal toxicity. 
 
Immunosuppressives (Immune Modulators): Immunosuppressive medications are 
prescription drugs used to control inflammation and the overactive immune system, 
especially when steroids have been unable to bring lupus symptoms under control, or 
when a person cannot tolerate high doses of steroids. However, there can be serious 
side effects from these drugs. If you are being treated with immunosuppressives, you 
should be carefully monitored by your physician. Immunosuppressive drugs reduce 
your body’s ability to fight off infections and increase the chances that you could 
develop viral infections such as shingles (chicken pox or herpes zoster). These drugs 
may also increase the risk for developing certain types of cancer. Each 
immunosuppressive drug has unique side effects. Therefore it is important that only 
physicians who are experienced with the use of these medications prescribe them. 
 
Cyclophosphamide (Cytoxan®) 

• Originally developed as a chemotherapy drug (to treat cancer) and used as an 
immunosuppressant (to treat lupus). 

• Taken in pill form previously. Today, Cytoxan is taken through the vein 
(intravenously, or IV). 

• Shown to improve kidney and lung disease. 
• Can affect a woman’s menstrual cycle. 
• Can cause bladder problems, hair loss and sterility. 
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Benlysta® is the first and only 
drug specifically developed for 
and approved to treat lupus. 

 

Methotrexate (Rheumatrex™) 
• Originally developed as a chemotherapy drug (to treat cancer) and used as an 

immunosuppressant (to treat lupus). 
• Known as the "gold standard" -- the best drug -- for the treatment of 

rheumatoid arthritis. 
• Shown to be very effective in treating skin lesions, arthritis and pleuritis in 

people with lupus. 
• Can cause sun-sensitivity, liver damage, including cirrhosis and lung infections. 
• Nausea, mouth sores and headaches are the most common side effects. 

 
Azathioprine (Imuran®) 

• Developed to prevent rejection of kidney transplants. 
• Blocks inflammation pathways in lupus. 
• Helps to lower steroid dosage and improve liver and kidney disease. 
• Can cause pancreatitis and an allergic form of hepatitis, so liver function tests 

and blood counts should be done regularly. 
 

Anticoagulants: Because blood clots can be a life-threatening symptom of lupus, 
these drugs thin the blood to prevent it from clotting too easily. Anticoagulant 
medications include low-dose aspirin and prescription heparin (Calciparine®, 
Liquaemin®) and warfarin (Coumadin®). Anticoagulant therapy may be lifelong in 
some people with lupus. Very recent research shows that people’s genetic makeup 
may influence how they respond to warfarin; specifically, that people with variations 
in two genes may need lower warfarin doses due to differences in how the body 
breaks down (metabolizes) warfarin and regulates the ability of warfarin to prevent 
blood from clotting. Therefore the dosage and administration of warfarin must be 
individualized for each person. 
 
Monoclonal antibodies (mAbs): Benlysta® 
(belimumab, formerly called LymphoStat-B™) was 
developed to disrupt activation of B lymphocytes by 
interfering with BLyS, a protein required for B cell 
activity.  
 
Repository Corticotropin Injection (H.P. Acthar Gel): Acthar® contains a naturally 
occurring, highly purified hormone called ACTH, which stands for adrenocorticotropic 
(a-DRE-no-cor-ti-co-TRO-pic) hormone. One way Acthar is thought to work is by 
helping the body produce its own natural steroid hormones, such as cortisol. These 
hormones may assist the immune system by helping the body defend itself against 
inflammation. 
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Treatments for Cutaneous Lupus  
 
The medications used to treat lupus-related skin conditions depends on the form of 
cutaneous lupus. The most common treatments are topical ointments, such as steroid 
cream or gel. In some cases liquid steroids will be injected directly into the lesions. 
A new class of drugs, called topical immunomodulators, can treat serious skin 
conditions without the side effects found in corticosteroids: tacrolimus ointment 
(Protopic®) and pimecrolimus cream (Elidel®) have been shown to suppress the 
activity of the immune system in the skin, including the butterfly rash, subacute 
cutaneous lupus, and possibly even discoid lupus lesions. 
 
In addition, thalidomide (Thalomid®) has been increasingly accepted as a treatment 
for the types of lupus that affect the skin; it has been shown to greatly improve 
cutaneous lupus that has not responded to other treatments. 
 

Diagnosing Lupus  
 
There are many challenges to reaching a lupus diagnosis. Lupus is known as "the great 
imitator" because its symptoms mimic many other illnesses. Lupus symptoms can also 
be unclear, can come and go, and can change. 
 
A doctor who is considering the possibility of lupus will look for signs of inflammation 
which include, pain, heat, redness, swelling, and loss of function at a particular place in 
the body. Inflammation can occur on the inside of your body (your kidneys or heart, 
for example), on the outside (your skin), or both. 
 
A physician will carefully review current symptoms, laboratory test results, medical 
history, family medical history.  
 
A variety of laboratory tests are used to detect physical changes or conditions that can 
occur with lupus. However, for a number of reasons listed below, laboratory tests 
alone cannot give a definite “yes” or “no” answer: 
 
• No single laboratory test can determine whether a person has lupus. 
• Test results that suggest lupus can be due to other illnesses or can even be seen 

in healthy people. 
• A test result may be positive one time and negative another time. 
• Different laboratories may produce different test results. 

 
If multiple criteria are present simultaneously, a physician—a family practitioner, 
internist or pediatrician—may reach a lupus diagnosis. If, however, as is often the case, 
symptoms develop gradually over time, the diagnosis may not be as obvious, and 
consultation with a rheumatologist may be needed. 
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Research 
 
Recent advances in lupus research have led to better insights into the underlying 
causes of lupus and its progression and created unprecedented opportunities to 
expand our future knowledge base. 
 
Examples: 
• Development and validation of new biomarkers for lupus, providing better ways 

to measure disease progression. 
• Personalized medicine 
• First diagnostic test for lupus to enable physicians to make earlier, more accurate 

diagnoses of lupus. 
• Improved disease understanding for expanded treatment options based 

on identification of a specific gene that appears to be a crucial factor in the 
development of lupus among multiple racial groups - this will be helpful in the 
development of new and more targeted therapeutics, which will greatly improve 
treatment of lupus in the future. 

• Our cardiovascular disease research initiative has helped explain why people with 
lupus develop heart disease at a much earlier age than people in the general 
population. 

• The first-ever dedicated pediatric lupus research initiative has led to the creation 
of urgently needed treatment plans for children with lupus, particularly those with 
kidney disease. 
 

We fund research focused on unlocking the mystery of lupus and identifying a cure 
for this devastating disease. Areas of special interest include research aimed at 
discovering what causes lupus, explaining how it progresses and designing methods 
to improve early diagnosis and treatment. 
 

• Diagnostics: In 2008, LFA funded investigation of a protein thought to be a 
lupus biomarker, which could be helpful in diagnosing lupus. Findings from 
this research were used to develop the AVISE™ SLE diagnostic test. It helps 
doctors accurately diagnose lupus by ruling out other diseases. AVISE™ is more 
efficient and less expensive than previous tests. The AVISE™ SLE blood test is 
available through Exagen Diagnostics, Inc. 
 

• Stem cells: A clinical research trial with LFA support is designed to improve 
health outcomes by using stem cell transfusions for people with lupus who are 
not responding to their medications.  Another LFA-funded study is 
investigating the potential for stem cell transplantation to see how long 
subjects can tolerate treatment compared with those with lupus who received 
conventional therapy and who are in clinical remissions to healthy controls. 
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[Note: No government, ethical or religious restrictions are imposed on this type 
of stem cell research.] 

 
• Biomarkers: We awarded a $500,000, five-year grant in 2014 for research aimed 

at developing the first urine test to assess disease activity in the kidneys and 
replace painful biopsies. The project is a new approach to managing lupus that 
affects the kidneys, known as lupus nephritis, and may lead to the first test for 
this type of lupus. The biomarkers identified in this study have the potential to 
be used as targeted therapies for lupus. 

 
• Epigenetics: Epigenetics is the study of activity within genes. We provided 

$200,000 to study the effects of environmental stressors and diet on the 
severity of lupus flares, identification of therapeutic targets for new lupus 
treatments, and ability to prevent lupus flares. 

 
• Pregnancy: LFA-funded research demonstrated that pregnant women with 

antiphospholipid antibodies (aPL), which are present in one-third of lupus 
patients and increase risk of blood clots, triggered an inflammatory response in 
the placenta. The study investigated early miscarriage and late pregnancy 
complications and its findings may lead to new therapeutic targets to improve 
pregnancy outcomes in women with aPL. 

 
• Personalized Medicine: In 2002, we funded a two-year project studying 

immune cell defects in lupus.  The researcher is now a leader in the study of 
defects in immune cells called B cells and targeted therapies in lupus. She is an 
investigator on the Accelerating Medicines Partnership, the first national cross-
sector collaboration working to identify ways to better diagnose and treat 
lupus. LFA continues to support this research through our grant program. 

 
• Environmental Triggers: We funded research that found that environmental 

triggers may result in earlier onset of disease symptoms. Using this data, the 
researcher is now identifying the genes affected by environmental agents and 
is determining how these environmental agents and diet contribute to lupus. 

 
• Standardized treatment plan for newly diagnosed lupus nephritis in 

children: An LFA-funded grant produced a standardized treatment plan for 
newly diagnosed lupus nephritis in children. The plan is expected to improve 
the prognosis of children with lupus nephritis and lead to safer therapies and is 
indorsed by a majority of pediatric rheumatologists. 
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• Biomarkers in children: A new LFA-funded study suggests that new 
approaches to neuroimaging may help identify biomarkers for cognitive 
impairments for children with lupus nephritis. The study findings add to 
research that seeks to better understand the neurologic and psychiatric 
symptoms associated with pediatric lupus. 
 

Drug Development 
 
Lupus is a spectrum of diseases; therefore, 
the drug development pathway is focused 
on the discovery of multiple cures. Lupus is 
complex and there are many potential 
targets. 
 
• Drug development for lupus must 

expand as the prevalence of the disease 
continues to grow and, presently, there 
is only one drug approved for the 
treatment of lupus. 
 

• Many new drug discovery projects are 
providing hope for unlocking 
underpinnings of the disease that 
hopefully will lead to cures and 
treatments in the future. 
 

• Lupus is a prototypical autoimmune 
disease, which means progress in lupus 
research could be beneficial in the 
search for treatments and cures for 
other autoimmune diseases. 

  

http://s3.amazonaws.com/lupusorgnrcl/Infographics/DrugDevelopmentTimeline.jpg?mtime=20170316170146
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Lupus by the Numbers  
 

Prevalence 
 
• 1.5 million: Estimated number of 

Americans who have lupus (actual 
number may be higher) 

 
• More than 16,000: New cases of lupus are 

reported annually across the country 
 
• 5 million: Estimated number of people 

worldwide who have a form of lupus 
 
• 90 percent: Percentage of people 

diagnosed with the disease who are 
women.  Most people will develop lupus 
between the ages of 15-44 

 
• 70 percent: Percentage of cases that are 

diagnosed as systemic lupus, in which a 
major organ – such as the heart, lungs, 
kidneys or brain – will be affected 

 
• 20 percent: People with lupus who have a 

parent or sibling who already has lupus or 
may develop lupus 

 
• 10-15percent: Approximate percentage of people with lupus who will die 

prematurely due to complications of lupus 
 
• 2-3 times more prevalent: Lupus is two to three times more prevalent among 

women of color -- African Americans, Hispanics/Latinos, Asians, Native Americans, 
Alaska Natives, Native Hawaiians and other Pacific Islanders -- than among 
Caucasian women 

 
• 1 out of 3: People with lupus who have another autoimmune disease in addition to 

lupus 
 
• 73 percent: Percentage of Americans between the ages 18-34 who have either not 

heard about lupus or know little or nothing about lupus beyond the name (note 
this age group is at greatest risk for the disease) 

  

http://s3.amazonaws.com/lupusorgnrcl/Infographics/Impact_in_America.jpg?mtime=20170316170146
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Financial Impact and Access 
 
• $12,643: Average annual direct health 

care cost of patients with lupus 
 
• $8,659: Estimated mean annual 

productivity costs – lost hours of 
productive work – for participants of 
employment age (between the ages of 
18 and 65) 

 
• $20,924: Estimated mean annual total 

costs (combining direct costs and 
productivity costs for subjects of 
employment age) 

 
• 1 in 4: People with lupus who receive 

their health care through a 
government-sponsored program, such 
as Medicare or Medicaid 

 
• 2 out of 3: People with lupus who 

report a complete or partial loss of 
their income because they no longer 
or are unable to work fulltime due to 
complications of lupus 

 
• 1 in 3: People with lupus who have 

been temporarily disabled by the 
disease 

 
• 1 in 4: People with lupus who receive disability payments 
 
 
Diagnosis 
 
• 6 years: Average number of years it takes for people with lupus to be diagnosed 

from the time that they first notice their lupus symptoms 
 
• 63 percent: Number of people with lupus who report being incorrectly diagnosed 
 

http://s3.amazonaws.com/lupusorgnrcl/Infographics/Burden_of_lupus.jpg?mtime=20170316170134
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• 4 or more: The majority of people with lupus who report receiving incorrect 
diagnosis claim seeing four or more different healthcare providers for their lupus 
symptoms before being accurately diagnosed 

 
Coping 
 
• 78 percent: Percentage of people with lupus who report that they are coping well 

with lupus 
 

• 72 percent: Percentage of people with lupus who report that other family 
members are understanding and supportive 
 

• 84 percent: Percentage of people with lupus who name other family members as 
their primary support network 
 

• 72 percent: Percentage of people with lupus who name friends as their primary 
support network 
 

• 65 percent: Percentage of people with lupus who cite pain as the most difficult 
factor for coping with lupus 
 

• 61 percent: Percentage of people with lupus who cite lifestyle changes as the most 
difficult factor for coping with lupus 
 

• 50 percent: Percentage of people with lupus who cite emotional problems as the 
most difficult factor for coping with lupus 

 
About the Lupus Foundation of America  
The Lupus Foundation of America is the only national force devoted to solving the 
mystery of lupus, one of the world’s cruelest, most unpredictable and devastating 
diseases, while giving caring support to those who suffer from its brutal impact. 
Through a comprehensive program of research, education, and advocacy, we lead the 
fight to improve the quality of life for all people affected by lupus. Learn more about 
the Lupus Foundation of America at lupus.org.  
 
About the National Resource Center on Lupus 
The National Resource Center on Lupus is a one-stop resource for all things lupus 
from treatment to living to relationships. The Resource Center aims to empower, 
educate and connect through trustworthy, reliable and high-quality resources that 
provide emotional support and clear, accurate health information. The Resource 
Center provides information and support for anyone affected by lupus, including 
people diagnosed with lupus, children and teens, caregivers, health care professionals 
and the public. The Resource Center can be accessed at resources.lupus.org.  

http://www.lupus.org/
http://resources.lupus.org/
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 The Lupus Foundation of America encourages reporters to contact us for resources 
and information related to lupus research, epidemiology, symptoms and diagnosis, 
care and treatment, current policy and relevant legislation, and perspectives of 
people impacted by lupus, as well as researchers. 

Please cite the Lupus Foundation of America as the source for media stories. Please 
share our national toll-free information request telephone numbers, 800-558-0121, en 
Español 800-682-7990, and our websites, www.resources.lupus.org and 
www.lupus.org, as resources in stories.  

 

Media Contact:  

Mike Donnelly, 202-349-1162, donnelly@lupus.org  

Maggie Maloney, 202-212-6766, maloney@lupus.org 
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