
Breast and Ovarian Cancer Screening  
Behaviors and Barriers 
 
A group from the Hereditary Cancer Institute at Creighton University, along 
with consultants from the University of Nebraska Medical Center and the 
University of California at Irvine, have studied breast and ovarian cancer 
screening behaviors and barriers to screening among high risk women.  
Women with a very high risk for breast or ovarian cancer (women with a 
BRCA1/2 mutation or at 50% risk of having a mutation) were included in the 
study.  Participants in the study included 112 women (33 mutation carriers and 
79 at 50% risk).  These women completed a questionnaire about their 
screening behaviors in the last two years, their view of their cancer risk, stress 
related to cancer, specific barriers to screening and their cancer history.  Their 
cancer screening during the last two years was compared to the recommended 
screening for very high risk women.  Seventy-two percent of the women get 
mammograms every year, 21% get clinical breast exams (CBE) twice a year, 
29% do monthly breast self exam (BSE) and 19% get annual transvaginal 
ultrasound (US).  Only one participant was getting CA125 blood tests twice a 
year.  The women’s primary physician had the strongest association with 
getting the recommended screenings.  If the primary physician did not advise 
them to get the same screening as recommended by the cancer genetic 
specialists, the women were much less likely to follow the recommendations.  
The results of this study highlight the essential role that primary physicians 
play in supporting very high risk women’s cancer screening.  It also 
demonstrates the importance of women discussing with their primary 
physicians, the screening recommendations from the cancer genetic 
professionals. 
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Registry Recruitment Update 

Registry Recruitment Update 
 
The High Risk Registry began mailing Early Detection Research Network (EDRN) and Registry information 
to potential participants in March of 2001.  Within the first three years, 1,246 information packets were sent 
and responses were received from 320 individuals interested in participating in the Registry.  Follow-up is 
ongoing to determine the intent of many who have not responded.  Short update questionnaires are forwarded 
to all Registry members at one year intervals from their Registry enrollment date. 
 
Registry staff are making contacts with other hereditary cancer centers to extend member recruitment beyond 
the Hereditary Cancer Institute at Creighton University.  During the upcoming year, the focus will be on 
forming collaborative arrangements with other centers to extend new member recruitment and increase 
Registry enrollment.  Inquiries from researchers regarding Registry member participation in early detection 
studies is likely to occur as enrollment grows. 
 
Several centers are making preparations to assist with the distribution of Registry recruitment materials.  The 
following centers are currently distributing Registry recruitment materials: 
Aegis Women’s Healthcare  (Bloomington, IN) 
Capital Region Health Park  (Latham, NY) 
Children’s Medical Center (Dayton, OH) 
FAP Support Group  (Atlantic City, NJ) 
GeneWISE  (Slingerlands, NY) 
Harvey Institute for Human Genetics (Greater Baltimore Medical Center) 
Inland Northwest Genetics Clinic  (Spokane, WA) 
Main Line Health System – Lankenau Hospital  (Wynnewood, PA) 
Michigan State University (East Lansing, MI) 
Minnesota Colorectal Cancer Initiative (St. Paul, MN) 
Norton Healthcare Hereditary Cancer Institute  (Louisville, KY) 
Oakwood Hospital and Medical Center (Dearborn, MI) 
Providence Health System  (Portland, OR) 
St. Vincent’s Family Life Center (Indianapolis, IN) 
St. Vincent’s Hospital (Green Bay, WI) 
Tulane Human Genetics Program  (New Orleans, LA) 
University of Arkansas for Medical Sciences (Little Rock, AR) 
University of Florida Shands Cancer Center (Gainesville, FL) 
University of Rochester Medical Center  (Rochester, NY) 
Valley Breast Center (Renton, WA) 
Vanderbilt University Medical Center  (Nashville, TN) 
Vermont Regional Genetics Center (Burlington, VT) 
Waukesha Memorial Hospital  (Waukesha, WI)   
 
Your participation in the High Risk Registry is greatly appreciated.  This unprecedented endeavor in cancer 
research provides a promising opportunity to improve medical practice in relation to cancer prevention.  If 
you have any questions or concerns, please contact Mary Benedetto, High Risk Registry Coordinator at: 
(402) 280-3189, 800-648-8133 extension 3189 or   
mbenedet@creighton.edu 
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A New England Journal of Medicine article from May of 2002 reports data 
investigating whether prophylactic oophorectomy reduces the risk of ovarian 
and breast cancers in women who carry BRCA1 or BRCA2 mutations.  A 
total of 551 women with these mutations were studied.  There were 259 
women who served as subjects in this study.  These women had undergone 
bilateral prophylactic oophorectomy prior to enrollment in the study.  There 
were 292 women who had not undergone the procedure and served as 
matched controls.   
 
Of 259 subjects, 8 (3.1%) received a diagnosis of ovarian cancer or papillary 
serous peritoneal cancer at or after oophorectomy, as compared with 58 of 
292 control group women (19.9%).  Of the eight cancers in the subjects who 
underwent prophylactic oophorectomy, six were stage I ovarian cancers that 
were diagnosed at the time of prophylactic surgery.   
 
For the study of breast cancer risk, there were 99 subjects and 142 matched 
control women.  A smaller number of women were studied for breast cancer 
risk because additional criteria of having undergone mastectomy and/or breast 
cancer diagnosis were applied.  Of the 99 subjects who underwent 
prophylactic oophorectomy 21 (21.2%) received a diagnosis of breast cancer 
after oophorectomy, as compared with 60 of 142 control group women 
(42.3%). 
 
The data from this study suggest that bilateral prophylactic oophorectomy 
reduces the risk of ovarian/peritoneal cancer associated with BRCA1 or 
BRCA2 mutations by 96% and the risk of breast cancer by 53%.  This data 
supports the common recommendation that women with BRCA1 or BRCA2 
mutations should undergo prophylactic oophorectomy once they have 
completed childbearing.   If you would like more information regarding this 
study, please contact Mary Benedetto and she will provide you with a copy of 
the article. 

PROPHYLACTIC OOPHORECTOMY IN CARRIERS OF  
BRCA1 OR BRCA2 MUTATIONS 
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Cancer related Web Sites worth checking out 
 
Cancer Updates, Research and Education - http://www.curetoday.com 
People living with cancer– http://www.plwc.org 
Genetics and the Law - http://www.genelaw.info 
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Early Detection Research Network Staff 

Mary Benedetto, BS, Registry Coordinator      email: mbenedet@creighton.edu       
Henry Lynch, M.D. , Principal Investigator  email: htlynch@creighton.edu 
Patrice Watson, PhD, Co-principal Investigator  email: patrice@creighton.edu 
Susan Tinley, RN,MS,CGC, Registrar   email: tinley@creighton.edu 
Debi Kibbee,ASCS, Research Specialist   email: dkibbee@creighton.edu 
Linda Vander Wal, Administrative Assistant  email: lkv01209@creighton.edu 

Was this newsletter forwarded to you?  Do you have a move coming up in the near future?  Please keep the 
EDRN High Risk Registry informed of your current mailing address.  You may call or  
e-mail us with your address update or complete and mail the address update form.  Also if there have been 
recent changes in your medical history, please call the Registry at one of the numbers listed below. 
 
(402) 280-3189    OR    (800) 648-8133, extension 3189                            mbenedet@creighton.edu 
 
 
Name  ________________________________________________________________________________ 
 
Address _______________________________________________________________________________ 
  
City, State, Zip _________________________________________________________________________ 
 
Telephone (Day)  ________________________________________________________________________ 
 
Telephone (Evening) _____________________________________________________________________ 
 
Mail completed forms to: Creighton University Medical Center 
    EDRN High Risk Registry 
    Department of Preventive Medicine 
    2500 California Plaza 
    Omaha,  NE   68178 
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