Lupus: What You Need To Know

Written by Wendy Leonard

Lupus is a  “major women's health disease that has too long gone devastatingly under-recognized.”  ~~U.S. Department of Health & Human Services

The task is daunting – the responsibility is huge. How do we, as a society, meet the public health goal of reducing health disparities in our nation by the year 2010, which was set forth by Federal agencies including the Centers for Disease Control, the National Institutes of Health, the Food & Drug Administration, the Office of Population Affairs, and the Agency for Healthcare Research and Quality?

The answer, for your consideration, is the following: Investing precious healthcare dollars in lupus research would bring our country exponentially closer to realizing our nation’s healthcare goal of reducing health disparities. The return on investment would be tremendous.

Here’s some background: In just the past four years, the Department of Health & Human Services (which oversees the Centers for Disease Control and Prevention) estimates that the number of Americans suffering from lupus has skyrocketed from 239,000 to upwards of 1.4 million – making lupus more common than leukemia, muscular dystrophy, cerebral palsy, multiple sclerosis and cystic fibrosis. 

“It’s important to get a handle on lupus,” explains the CDC’s Medical Epidemiologist, Dr. Charles Helmick. “Understanding Lupus is important for understanding other autoimmune diseases, and, understanding why there are such disparities by race and sex in lupus.” 

What type of health disparities? For example, “Black, middle-aged women, age 45 to 64, not only had the highest death rate, but they had the biggest increase in death rates over the past 20 years. It went up nearly 70 percent, and that's startling information,” states Dr. Helmick.

This totally egregious gap in health disparities additionally includes that fact that:

· Over 36% of lupus deaths occur between the ages of 15 and 44, thus striking our nation’s people during the prime of their lives. 

· Lupus is 3 times more common in African-American women (who are also 3 times more like to die from it) than Caucasian women.

· Women die from lupus at 5 times the rate of men.

· Lupus primarily develops in young women of childbearing years, although men and children also develop this disease.

· And, there’s been a staggering 70% increase in the death rate of African-American women with lupus, as stated by the CDC’s Dr. Helmick.
What exactly is Lupus? Lupus is a devastating autoimmune disease in which your immune system launches a brutal attack against your own body’s cells, tissues and organs– including your heart, lungs, joints, nervous system, skin, blood vessels and brain. 

The CDC describes lupus as a major cause of arthritis that can “affect multiple organs and cause widespread symptoms”.  Lupus, together with other forms of arthritis, has a dramatic impact on the U.S. economy of nearly $125 billion a year:

•    $42.6 billion in direct medical costs

•    $82.2 billion in loss of productivity and other indirect costs. 

In fact, according to the National Institutes of Health’s “Strategic Research Plan to Reduce and Ultimately Eliminate Health Disparities” – which specifically addresses Lupus – research is the key to advancing our understanding of the development and progression of diseases and disabilities that contribute to health disparities in minority populations. This plan, incidentally, was designed to work in tandem with Health People 2010. As noted by Dr. Helmick, “This is important because of the health objectives for the nation. The Healthy People 2010 document aims to reduce and actually eliminate disparities.”

Unfortunately, according to Health, United States, 2005 – the 29 annual report on the health status of the Nation prepared by the Secretary of the Department of Health & Human Services for the President and Congress, “Even as progress is made in improving both quantity and quality of life...It is equally important to keep in mind that these improvements have not been equally distributed by income, race, ethnicity, education and geography.” 

These finding are echoed by the National Institutes of Health, Strategic Research Plan to Reduce and Ultimately Eliminate Health Disparities Fiscal Years 2002 -2006, which found that: “Despite notable improvements in the overall health of the Nation in the last two decades, there continue to be striking disparities in the burden of illness and death experienced by African Americans, Hispanics, Native Americans, Alaska Natives, Asians, and Pacific Islanders.”

This travesty is not surprising, because according the National Institutes of Health’s Data Book, the prior Congress actually decreased the portion of the total health dollar allocated to research from 5.8 cents in 2004 to 5.5 cents in 2005. 

What can be done – right now? We are urging members of Congress to send a letter to the House and Senate Department of Defense (DOD) Appropriations Subcommittees in support of line-item funding for lupus research in the Defense Appropriations bill; there is indeed precedence for this, as there are a handful of diseases that currently receive line-item research funding.
Who are we? We’re the Alliance for Lupus Research (ALR). Launched in 1999 and chaired by Robert Wood Johnson IV, the ALR has already committed over $42 million dollars to supporting Lupus research – making it the largest private source of funds for Lupus research in the world.  Of note, our Board of Directors pays all operating costs; thus, ensuring that 100% of all donations are allocated to the most promising, scientifically valid research projects. 

For more information about lupus and the Alliance for Lupus Research, and to learn more about what you can do to help, please go to www.lupusresearch.org, or call us directly at (212) 218–2840. Thank you so much for supporting this vitally important public health issue.
