Metal Heavy


Those With Hemachromatosis Know What It Feels Like to Have Too Much of a Good Thing: Iron.
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The vague symptoms began about three years ago for Barbara Badger.  The fatigue hit her the hardest. She would spend several hours a day collapsed on the couch, exhausted and unable to find any energy. Her body sometimes broke out into uncontrollable shaking.





"I always felt kind of yuck," said Badger, 55, of Ellicott City.  She went to the doctor, who found nothing wrong. It was just depression, he said, and told her to take more Prozac.  Badger and her husband, however, believed something else was going on.  She remembered a physical exam from more than a decade earlier when her iron levels were unusually high. Nobody was concerned back then, but it nagged Badger as she continued to feel fatigued. She asked her doctor to retest her blood for iron.





Two days later, her doctor called with the news: Her iron was dangerously high, more than three times the normal level. Badger was immediately referred to a blood specialist, who diagnosed her with hemochromatosis -- a serious condition in which the body absorbs too much iron that can lead to potentially fatal complications. Although researchers say it is the most common genetic disease in the United States and is easily treatable, hemochromatosis goes largely unnoticed by most  Americans, including the medical community.


 


"Most doctors are uninformed or ill-informed," said Victor Herbert, a physician with the Mount Sinai Hematology and Nutrition Research Laboratory in New York. That's mainly because hemochromatosis is often masked by its symptoms. At normal levels, iron is an essential nutrient for blood and muscle cells. At the toxic levels that accumulate over time, iron damages tissues throughout the body and can lead to a variety of ailments.


 


Arthritis, chronic fatigue syndrome and diabetes are common manifestations of hemochromatosis. In advanced stages of the disease, excess iron begins to damage the heart, liver, pancreas and reproductive system. Cancer, which thrives on iron, can also invade the liver and pancreas. If left untreated, excess iron ultimately leads to death, researchers say.





"A lot of people with these horrible medical problems get treated for these conditions and the underlying problem never gets addressed," said Sandra Thomas, president of the American Hemochromatosis Society.  People with hemochromatosis don't necessarily consume more iron than others, but their organs absorb more of it than those of people without the disease. Once the disease is diagnosed, patients are given a simple and seemingly primitive form of treatment --bloodletting. Technically called phlebotomy, getting rid of blood is the best way of controlling iron levels.





When Badger was first diagnosed, she had a pint of blood removed every week. She said she quickly began to feel better. As her iron level went down, so did the frequency of her treatments. Now she goes once a month. "I feel better immediately the day after [a phlebotomy treatment]," she said.  "It's almost like it's lightened me up."





Researchers in California discovered the genetic basis of hemochromatosis two years ago, and estimates show that one in eight Americans carry the gene responsible for it. One in 200 have inherited two genes, one from each parent, according to those research estimates.  Those with two genes have the highest risk of developing hemochromatosis, but it does not necessarily mean they will develop the disease, and even people without the genetic  mutation can suffer from iron overload.





The gene is most commonly found in people of British and Celtic descent -- the Irish, Scottish and English.  While a genetic test for hemochromatosis is now available, a national group of iron experts that convened at the federal Centers for Disease Control and Prevention in Atlanta last year voted to recommend against using the test for widespread population-based screening. Their report was published this month in the Journal of the American Medical Association.





The authors wrote that their decision was based on the uncertainty of the implications of genetic testing and the possible stigma and discrimination that could result from a positive test, especially for employment and insurance purposes. The report did not discuss the possibility of population screening using blood tests to check iron levels, although the College of American Pathologists and other researchers have made such a  recommendation.





The CDC does not have a set of recommendations regarding hemochromatosis, said Sharon McDonnell, a medical epidemiologist with the CDC.  "That's where we frustrate people," McDonnell said.  "We take a more  cautious approach. There's still a couple more years  of research before we will determine what recommendations the government  will make."


 


Herbert and Thomas are two of those who are  frustrated with the  government's response to hemochromatosis, a disease  most sufferers don't  know they have. They say the public needs more information about the disease so that those with iron overload can get  tested and treated early.  "We have the answers right now to treat people and to prevent . . . death and illness," Thomas said. "The only thing missing is awareness. No one will talk about this, and we don't know why."





Cindy Munn found that everyone in her family carries the hemochromatosis gene, and her husband and 8-year-old son have iron overload. They discovered it first in her husband, who had a history of cancer, excessive fatigue and arthritis.  Munn, a nurse in Lucasville, Ohio, noticed that her 40-year-old husband's iron levels had been rapidly increasing. So she did some research on her own and came across the term "hemochromatosis." She urged her doctor to perform tests, which confirmed that he had the disease.





Munn, 37, then had her entire family tested and discovered that she and her four children also carried the gene. Of her children, only her son showed a high iron level.  Since she learned of hemochromatosis several years ago, Munn has gathered as much information as she can about the disease and has worked to pass along that information to many of the physicians in her area.  "Doctors thought it was too rare, but it ended up that our entire family is affected," Munn said. "That's pretty significant.  It's so far-reaching that if you get one person diagnosed, you can save a whole family."


 


RESOURCES: For more information on hemochromatosis and iron overload:





American Hemochromatosis Society, 


777 E. AtlanticAve. Z-363,


Delray Beach, FL 33483-5352; Phone: 561-266-9037; 


E-mail:ahs@emi.net;


Web site: http://www.americanhs.org





Iron Overload Diseases Association, 


433 Westwind Dr. Dept. WWW,


North Palm Beach, FL 33408-5123; 


E-mail: iod@emi.net; 


Web site:http://www.ironoverload.org





Hemochromatosis Foundation, 


P.O. Box 8569,


Albany, NY 12208-0569; Phone: 518-489-0972;


Web site: http://branch.com/hemo/hemo.html


 


The Canadian Hemochromatosis Society, 


272-700 Minoru Blvd.,


Richmond, British Columbia, Canada V6Y 3Z5; 


Phone: 604-279-7135;


E-mail: chcts@istar.ca; 


Web site: http://home.iSTAR.ca/~chcts/ 
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