 Millions of American Women Have an Undiagnosed Bleeding Disorder
Page 2

AS Many AS Two And a Half Million American Women Have 

An Undiagnosed Bleeding Disorder They HaveN’T EVEN Heard Of 

Findings From A National Bleeding Disorders Survey

Indicate Serious Risk Of More Unnecessary Hysterectomies*

NEW YORK (February, 2004) – Almost two and a half million American women​ may have a bleeding disorder, predominantly von Willebrand disease (VWD), yet only a small percentage of them are correctly diagnosed.  Undiagnosed women are at risk for serious complications including life-threatening bleeding following surgery and potentially unnecessary hysterectomies.  Every year 30,000 women in the US have a hysterectomy due to heavy bleeding and a significant number of these women may have a bleeding disorder that could have been controlled without surgery.  The screening simply isn’t done.

A recent Harris Interactive( national survey, “Women & Bleeding Disorders” commissioned for Project Red Flag by NHF, the foundation for all bleeding disorders, indicates an alarming 91 percent of women have never heard of VWD yet 31 percent of women report having “heavy” periods, the number one “red flag” symptom of VWD.  The American College of Obstetricians and Gynecologists (ACOG) now recommends that OB/GYNs screen women and girls with very heavy periods for VWD. The survey findings and ACOG’s recommendations underscore the importance of Project Red Flag, a national public awareness campaign created by NHF and the Centers for Disease Control & Prevention (CDC) to reach women, and the doctors who treat them, about diagnosing and treating bleeding disorders. 

Greater Awareness is Essential

“Unfortunately, ignorance about bleeding disorders is not limited to the lay person.  Doctors are sometimes quick to diagnose heavy periods as dysfunctional uterine bleeding and do not screen for VWD, a disorder that is more common in America than multiple sclerosis, cystic fibrosis, lupus, and Lou Gehrig’s Disease combined,” said Andra James, MD, Director of the Women’s Hemostasis and Thrombosis Clinic at Duke University.  Dr. James is co-chair of Project Red Flag’s Women with Bleeding Disorders Task Force and an OB/GYN whose own VWD wasn’t diagnosed for decades.  “As a result of failure to diagnose an underlying bleeding disorder, women with heavy periods are deprived of proper treatment and are subjected to unnecessary procedures.”  A study conducted by the CDC of women with VWD found it took an average of 16 years from the onset of symptoms until diagnosis.  

Enough is Enough

“Enough is enough.  There are “red flags” that women and their doctors should recognize and act on” says Dr. Paula Elbirt, professor at New York’s Mount Sinai Medical Center and co-chair of Project Red Flag’s Women with Bleeding Disorders Task Force.  “Since VWD is genetic, many women who have it don’t think their heavy periods are unusual since their mothers and maybe even their sisters experience the same thing.”

While only one percent of the women in the “Women & Bleeding Disorders” survey think a healthy woman’s period should last more than a week, more than one-third of the participants characterized their own periods as “heavy” and 58 percent know someone who has heavy periods.  Of those who have heavy periods, only 25 percent thought it was necessary to see a doctor.  The top reasons given for not seeing a doctor include:  “My period is normal for me” (52 percent); “It’s not that bad” (40 percent); and “A doctor can’t help me” (16 percent). 

The Time to Ask Questions Is Now

“Timely diagnosis is key to helping women regain control of their health and prevent unnecessary hysterectomies, Dr. James added.  “Patients visiting a doctor for heavy menstrual bleeding should be armed with information from a reliable source, such as www.projectredflag.com.  Increased patient involvement might decrease the number of women whose heavy menstrual bleeding goes undiagnosed and untreated.”

Bleeding Disorders Myths vs. Reality

 The Project Red Flag/Harris Interactive survey uncovered a number of myths that add to the uncertainty and confusion that surrounds bleeding disorders.  At least one out of three women who have heard of bleeding disorders is “not sure” if a bleeding disorder is a medical condition in which a woman does not get her period (30 percent), the mother and fetus have different blood types (37 percent), the blood is too thin (64 percent) or that involves different blood types (42 percent), although none of these is true.  When asked if an untreated bleeding disorder could cause someone to bleed to death as a result of a paper cut (it can’t), 66 percent of women thought it could and half (50 percent) were not sure if constant dehydration is a result of an untreated bleeding disorder (it’s not).  When women who have heard of hemophilia were asked specifically about the condition, 45 percent were not sure if it was primarily a man’s disease (it is), and 46 percent weren’t sure if there is a cure for the disorder (there’s not).

“Women & Bleeding Disorders” Survey Methodology


Harris Interactive conducted an online survey among a total of 1,444 women aged 18-45, including a national cross section of 1,083 women and oversamples from Atlanta (206) and Detroit (155).  Respondents were screened from Harris Interactive’s online panel.  Interviews took place between August 1-8, 2003.  Demographic/ propensity weights were applied to the data to ensure that the sample is representative of the female adult population in the US.  

About NHF and Project Red Flag


NHF is the National Hemophilia Foundation for all bleeding disorders.  With a network of chapter affiliates and treatment centers across the country, it is the largest watchdog of the safety of the U.S. blood supply and the country’s most important advocacy group for people with bleeding disorders.  Since its founding in 1948, NHF has been dedicated to finding the cures for all bleeding disorders and to preventing and treating their complications.  Project Red Flag is NHF’s education and outreach program to reach out to women with bleeding disorders and raise awareness of bleeding disorders among all women.

About Harris Interactive®
Harris Interactive (www.harrisinteractive.com) is a worldwide market research and consulting firm best known for The Harris Poll®, and for pioneering the Internet method to conduct scientifically accurate market research. Headquartered in Rochester, New York, U.S.A., Harris Interactive combines proprietary methodologies and technology with expertise in predictive, custom and strategic research. The Company conducts international research through wholly owned subsidiaries—London-based HI Europe (www.hieurope.com) and Tokyo-based Harris Interactive Japan—as well as through the Harris Interactive Global Network of local market- and opinion-research firms, and various U.S. offices. EOE M/F/D/V

For More Information


For more information on Project Red Flag and the “Women & Bleeding Disorders” survey, log onto www.projectredflag.org or call 800-42-HANDI. 
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* Note:  Local Findings Available for Atlanta and Detroit 
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