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PROJECT RED FLAG/HARRIS INTERACTIVE® SURVEY:  

Women & Bleeding Disorders:  Myths and Realities

Menstrual History/Treatment

· While virtually none (1%) of the women in the Project Red Flag/Harris Interactive “Women & Bleeding Disorders” survey think a healthy woman’s period should last more than a week…

· 58% know someone who has heavy periods,

· 33% (who get their period) characterize their own periods as “heavy,” 

· 10% bleed for more than a week, including those who bleed 8 – 10 days (8%), 11–14 days (1%) and those who bleed for more than 2 weeks (1%).

· Nearly half (48%) of the women surveyed indicated that at one time or another they bled through a tampon or napkin in one hour or less.

Reality:

· According to Project Red Flag, an education and outreach program created by NHF, the foundation for all bleeding disorders, a woman should see a doctor if: 

· Her period lasts more than seven days,

· She bleeds through a maxi-pad or tampon within an hour or less,

· She exhibits other symptoms of von Willebrand Disease (VWD) such as frequent nosebleeds, easy bruising or bleeding gums.

Treatment for Heavy Periods

· Among respondents and women they know who have heavy periods, one half (54%) has sought treatment including one quarter (25%) who sought treatment for themselves and 37% report that a person they know has sought treatment.

· The top reasons given for not seeing a doctor include:  

· “My period is normal for me” (66%),

· “It’s not that bad” (51%) and 

· “A doctor can’t help me” (24%).

· The percentage of women whose heavy menstrual bleeding goes undiagnosed and/or untreated is currently 27% and 15% respectively, among women who have sought treatment, according to the survey.

· Among respondents and women they know who have sought treatment for heavy periods:

· 25% were diagnosed with fibroids,

· 21% were diagnosed with endometriosis,

· 17% were diagnosed with a hormonal imbalance,

· 8% were diagnosed with polyps,

· 3% were diagnosed with cancer,  

· 17% received no diagnosis.

· Among respondents and women they know who have sought treatment for heavy periods, the following treatments were prescribed:

· 48% were prescribed oral contraceptives,

· 35% underwent at least one surgical procedure including D & C (15%), a hysterectomy (18%), or some other procedure (12%),

· 15% had hormone therapy, and

· 10% were prescribed no treatment.

Realities:

· Even though the symptoms of VWD are caused by a problem with the blood, it is frequently misdiagnosed as a gynecologic problem by doctors who are not familiar with the condition.  In fact, it is thought that many of the 30,000 women nationwide who have hysterectomies performed to treat severe bleeding every year might actually have a bleeding disorder that could be treated without surgery. 

· Oral contraceptives can mask the symptoms of VWD.  If you suspect you have a bleeding disorder, first get a proper diagnosis.

· The American College of Obstetricians and Gynecologists now recommends that all women and girls with heavy periods be screened for VWD.

Knowledge of Bleeding Disorders

· Sixty-four percent of respondents who have heard of bleeding disorders incorrectly think a bleeding disorder is a medical condition in which the blood is too thin, and half (50%) are not sure whether bleeding disorders affect mostly males, mostly females, or both groups equally.

· About one in three are “not sure” if signs of a bleeding disorder include easy bruising (25%) and frequent nosebleeds (29%). 

· Forty-one percent are “not sure” if very heavy menstrual periods are a sign of a bleeding disorder.  

· Nearly half (47%) of the women surveyed are “not sure” if a maternal history of bleeding disorders is a sign of a bleeding disorder.  

· At least one out of three is “not sure” if a bleeding disorder is a medical condition…

· In which a woman does not get her period (30%),

· In which the mother and fetus have different blood types (37%),

· That involves blood types (42%).

· The majority of women (69%) are “not sure” whether or not women’s bleeding disorders can be treated at a hemophilia treatment center.

· A vast majority of respondents (95%) have not heard of von Willebrand Disease (VWD), compared with much smaller proportions who have not heard of Lou Gehrig’s Disease (29%), Cystic Fibrosis (17%) or Multiple Sclerosis (15%).

Realities:

· According to Project Red Flag, a bleeding disorder is a flaw in the body’s clotting system.  Blood clotting (also known as coagulation) is the process that controls bleeding.
· The most common bleeding disorder, and one that affects women and girls as well as men, is von Willebrand Disease (VWD).  VWD is caused by a defect or deficiency of an essential blood clotting protein (von Willebrand factor). 
· Signs of VWD include easy bruising, frequent nose bleeds, gum bleeds, heavy menstrual periods or periods lasting longer than seven days and cuts that bleed on and off for hours at a time.  VWD is usually hereditary, though in some families it can appear spontaneously (may be as high as 30% spontaneous mutation).

· Multiple sclerosis and lupus affect less than one percent of the total U.S. female population, or 267,000 and 1.2 million respectively.

· Today, VWD affects 1.4 to 2.8 million women in the U.S. — more than multiple sclerosis, lupus, Lou Gehrig’s disease and cystic fibrosis combined.

Knowledge of Consequences of Not Being Treated for Bleeding Disorders

· Slightly less than half the women who have heard of bleeding disorders (47%) are “not sure” if internal joint bleeding could result from an untreated bleeding disorder. 

· Half (50%) are “not sure” if constant dehydration is a result of an untreated bleeding disorder, and 49% weren’t sure if an untreated bleeding disorder would cause faster flowing blood leading to hyperactivity.

· One out of three respondents who have heard of bleeding disorders (37%) are “not sure” if cranial bleeds could result from an untreated bleeding disorder. 

· Two thirds of women who have heard of bleeding disorders are either “not sure” (31%) or think that death from a paper cut could result from an untreated bleeding disorder (35%).  

Realities:

· Women with undiagnosed bleeding disorders risk life-threatening complications during childbirth, surgery, accidents, and injury as well as internal bleeding and cranial bleeds. 

· Persons with bleeding disorders will not bleed to death from paper cuts.

· Constant dehydration is not a sign of a bleeding disorder

· The blood of a person with a bleeding disorder flows at the same rate as anyone else.

· A study conducted by the CDC of women with von Willebrand Disease found that it took an average of 16 years from the onset of symptoms until diagnosis.

· For more information about VWD, please visit www.projectredflag.org or call  1-800-424-HANDI.  

#  #  #

* 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 and took approximately 15 minutes to complete.  Demographic/propensity weights were applied to the data to ensure that the sample is representative of the female adult population in the US.  Each of the sample groups – National, Atlanta and Detroit – were weighted separately.








