
Are you at Genetic Risk?
  *   Early onset breast cancer before age 50  

  *   Males with breast cancer

  *   Bilateral breast cancer or two primary           

       breast cancers

  *   Ovarian cancer

  *   Breast and ovarian cancer 

  *   Close family members (mother,  sister,     

       aunt, grandmother) with breast or ovar-

       ian cancer

  *   Other associated cancers such as pan-

       creatic cancer or melanoma

IUCC PINK

Over the years, a handful of my ovarian cancer patients were diagnosed with breast cancer.  The opposite also holds 
true: breast cancer survivors can develop ovarian cancer later in life.  Fortunately, these circumstances are rare. The 
more common situation is finding families that across generations have clusters of women with either breast or ovar-
ian cancer.  The culprit is a genetic alteration also known a as a mutation, that removes the body’s innate brakes that 
fight cancer formation.  

Years of research have revealed that mutations of two genes, BRCA1 and BRCA2, predispose women to breast 
cancer, ovarian cancer or both.  Such mutations are simply misspellings of the genetic code, that can be passed from 
generation to generation.   We now have the means to find out whether such mutations are present by using a simple 
blood test.  With such testing and knowledge, comes the power and responsibility to take action before cancer 
strikes.  Today, we can intervene for the actual patient with preventive surgery or preventive treatments.  
We are also able to offer counsel for daughters or close relatives. 

Dear Friends,
I joined the Breast Cancer Program at Indiana University 5 years ago, not as a breast cancer 
physician, but as an ovarian cancer specialist.  The fit could have not been better.  There are 
important similarities between the two types of cancer, as well as a few differences.  A subtle 
genetic link bridges them together.

Both cancers affect women and can be highly aggressive.  They respond to similar chemo-
therapy.  Both breast and ovarian cancer cells carry the receptor for estrogen.  But while 
breast cancer can be attacked with hormonal therapies, ovarian cancer is largey resistant to 
anti- estrogens.  Newer biological treatments, now under investigation, appear to benefit 
both types of cancer.
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Who should be tested? A first target should be the families that 
across generations have many members with either breast or ovar-
ian cancer.  At Indiana University we work with a highly skilled group 
of geneticists and counselors to determine which women are at risk 
to carry a cancer predisposing gene (www.familialcancer.iupui.edu).  
In the Catherine Peachy Breast Cancer Prevention Program, Dr. Anna 
Maria Storniolo specializes in the evaluation, counseling and treat-
ment of such women.  Through clinical trials we strive to find new 
therapies to stop cancer formation and keep high risk women 
cancer free.

There may be other genes, not known to us today, whose alterations 
predispose to cancer formation.  I trust that in the near future 
research will uncover new genetic links to cancer.  This will make 
early testing and preventive measures possible that are key to fight-
ing cancer before it strikes.      -Daniela Matei, MD



  n the Winter 2006/2007 edition of IUCC Pink, there 
was a short True or False Breast Cancer Quiz. One 
statement was: “One in nine women will develop 
breast cancer in their lifetime.” The answer is true. 
Another statement was: “Most women who develop 
breast cancer have a family history of breast cancer.” 
The answer is false. However, for a small percentage of 
the women, the risk for breast cancer is higher than 
one in nine, and they do have a family history of 
breast and/or ovarian cancer. These women are 
predisposed to breast and ovarian cancer because of 
the inheritance of a gene mutation in BRCA1 (breast 
cancer 1) or BRCA2 (breast cancer 2). These individu-
als have hereditary cancer in contrast to most of the 
cases of breast cancer which are considered sporadic 
or acquired and not due to the inheritance of an iden-
tifiable gene mutation.

A gene mutation means the gene has been changed 
or altered. An abnormal gene makes a defective 
protein or no protein at all. A protein can be consid-
ered the cell’s laborer, since the protein performs the 
task of cellular growth, maturation, or normal cell 
death. A defective or absent protein means the cell 
function goes awry. Women who inherit a mutation of 
BRCA1 or BRCA2 have an increased risk of breast and 
ovarian cancer compared to women who don’t have a 
mutation of either gene. The lifetime risk for breast 
cancer for women with a mutation of BRCA1 or 
BRCA2 is approximately 50-85%. In these same 
women, their risk for ovarian cancer is elevated from 
the general population’s risk of 1.5% to a lifetime risk 
of between 20 and 40%.

A gene mutation of BRCA 1 or BRCA2 can be inherited 
from either the mother or father. Often, depending on 
family size, there will be multiple relatives with breast 
or ovarian cancer. However, in some families, the 

family size is small and there are few women, such 
that the family history doesn’t have multiple mem-
bers with breast or ovarian cancer. 

Other characteristics of inheritance of a mutation of 
BRCA 1 or 2 include: 
- women with early onset breast cancer before age 50 
- males with breast cancer
- women with bilateral breast cancer or two primary    
   breast cancers
- ovarian cancer
- breast and ovarian cancer in a woman
- close family members (mother, sister, aunt, grand-  
   mother) with breast or ovarian cancer
- other associated cancers such as pancreatic cancer 
   or melanoma

Genetic testing is available at Indiana University 
Cancer Center to determine if a mutation of BRCA 1 or 
BRCA2 is present. Testing is performed in conjunction 
with genetic counseling so the individual is fully 
informed about the risks and benefits of the test and 
what the test will and won’t answer. For example, a 
positive test result in a healthy person provides infor-
mation on the risk of developing breast and ovarian 
cancer. However, not all women who inherit an 
altered gene will develop breast or ovarian cancer. 
The test will not determine who will or won’t develop 
cancer.

The Indiana Familial Cancer Program of the Indiana 
University School of Medicine provides genetic coun-
seling and genetic testing for family members with 
hereditary cancer. The clinic is staffed by genetic 
counselors and medical geneticists with specialized 
training in cancer genetics. During a clinic visit the 
medical and family, history is documented and a pedi-
gree or family tree is constructed. Other discussions 
that occur during a clinic visit include:
•   how cancer is inherited
•   how the family history of cancer affects the                
risk for developing cancer
•   whether or nor the cancer identified in the  
family is likely to be inherited
•   a risk estimate for family members who have  
not developed cancer or for a secondary cancer in 
those persons with cancer
•   recommendations for medical screening or other 
management options.
•   genetic testing, if appropriate.

Genetic Testing for Breast and Ovarian Cancer
I
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This website contains great information about 
risk factors for breast cancer, a tool to calculate 
your risk, and breast cancer prevention clinical 
trials.  It is also a good resource for information on 
genetic testing and breast cancer in general.  
Please check it out and share it with your family 
and friends. Knowing if you’re at risk is the fist 
step in preventing this disease.   

www.breastcancerprevention.com

Featured Website

If genetic testing is performed, a peripheral blood
specimen is drawn and sent to a clinical laboratory. It 
takes approximately one month to receive test 
results. Once results are available, an appointment is 
scheduled to provide the test result and discuss the 
implication of the result. There are three possible test 
results: positive, negative and a variant of unknown 
clinical significance. When a test result is negative, it 
can be a true or false negative. A true negative result 
is seen if there is already a known mutation in the 
family.  A false negative occurs when our current 
technology is not able to detect a mutation that is 
known to cause cancer. The possibility and conse-
quences of each is discussed in the pre-testing 
session.

Patients are referred to the clinic by their family 
doctor, gynecologist, oncologist, surgeon or by 
self-referral. 

To learn more about the Indiana Familial Cancer 
Program please visit the website at: 
http://www.familialcancer.iupui.edu/ 
             -Gail Vance,  MD

Terms used on page 1:
Receptor - A part of a cell that binds to a specific 
substance and causes a specific effect in the cell.

Gene - A unit of heredity passed from parent to 
offspring. Genes are pieces of DNA, and most genes 
contain the information for making a specific protein.

BRCA1 - A gene on chromosome 17 that normally helps 
to suppress cell growth. A person who inherits an altered 
version of the BRCA1 gene has a higher risk of getting 
breast, ovarian, or prostate cancer.

BRCA2 - A gene on chromosome 13 that normally helps 
to suppress cell growth. A person who inherits an altered 
version of the BRCA2 gene has a higher risk of getting 
breast, ovarian, or prostate cancer.

Terms used on pages 2-3:
Inherited (hereditary) - Transmitted through genes that 
have been passed from parents to their children.

Mutation - Any change in the DNA of a cell. 
Mutations may be caused by mistakes during cell 
division, or they may be caused by agents in the environ-
ment.  

Prophylactic Surgery - Surgery to remove an organ or 
gland that shows no signs of cancer, in an attempt to 
prevent development of cancer.   Prophylactic surgery is 
sometimes chosen by people who know they are at high 
risk for developing cancer.

Terms used on pages 3-5:
Hysterectomy - Surgery to remove the uterus and, 
sometimes, the cervix. When the uterus and part or all of 
the cervix are removed, it is called a total hysterectomy. 
When only the uterus is removed, it is called a partial 
hysterectomy.

Oophorectomy - Surgery to remove one/both ovaries.

Prophylactic mastectomy - Surgery to reduce the risk 
of developing breast cancer by removing one or both 
breasts before disease develops. Also called preventive 
mastectomy.

CA-125 - A blood test that measures a substance some-
times found in an increased amount and that may 
suggest the presence of  ovarian cancer.

National Cancer Institute - Dictionary of Cancer Terms  www.cancer.gov  

Cancer Glossary
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Why We Chose Genetic Testing 

“Genetic testing is a very important ally in our fight on 
cancer and with this knowledge comes power to fight it.” 

While always knowing about the breast cancer that has been in my father’s 
family, why would I want to confirm that I am carrying the BRCA1 mutation 
that has plagued our family? To literally help save my life. Upon learning of 
my younger sister’s diagnosis of breast cancer and our family history, her 
oncologist, Dr. George Sledge, strongly urged her to have genetic testing 
performed. While I was contemplating having the test run for myself (and to 
know if there was a risk of passing this along to my two sons), I developed 
ductal carcinoma in situ breast cancer in my left breast. I immediately had 
the genetic testing done and after confirming that I, too, carried the BRCA1 
mutation, I had a bilateral mastectomy. 

                     The next decision that I made after recovery was one of the best decisions of 
my life. Knowing that there is up to a 40% chance of ovarian cancer with the BRCA1 mutation, I had a prophylactic 
removal of my ovaries and fallopian tubes. Although I had been previously screened with an ultrasound and 
CA-125, both tests were negative and did not prepare me for the shock of discovering a cancerous tumor behind 
my right ovary. It was then decided that I should have a hysterectomy. Thanks to the genetic testing and the advice 
of my breast oncology surgeon, Dr. Timothy Goedde, to consider prophylactic surgery, my ovarian cancer was 
caught at Stage 2 instead of being further advanced. I am now hopeful after receiving chemotherapy through Indi-
ana University Cancer Center and Dr. Daniela Matei that I have a full life ahead of me. Genetic testing is a very impor-
tant ally in our fight on cancer and with this knowledge comes power to fight it. 
-Marie Ellis

Marie with Dr. Matei

           

I am a 30-year-old single mother of a 10-year-old boy, and in January 2006 I received news 
that would change my life forever. I was told that I had breast cancer. I realized that I had a 
lot of decisions to make over the next few months. I had a bilateral mastectomy, and also 
decided to have genetic testing done. This was a decision that was very easy for me to 
make. I have a twin sister,  however,  not identical. Breast cancer was my second cancer in 
two years; I also had cervical cancer resulting in a total hysterectomy, which spared my 
ovaries. After doing some research about the genetic testing, I had become aware that 
while having breast cancer, it is a strong possibility that at some point in my life I could have 
ovarian cancer as well. For me, the decision to have the genetic testing done was simple. 

“If I could find out if I had a mutation in my DNA, 
I could help my family,”

If I could find out if I had a mutation in my DNA, I could help my family, to be aware of their risk of cancer and most 
importantly, be proactive in their health.  This is a simple blood draw. When the results came back, I in fact did test 
positive for the mutation in BRCA2. The results of this test indicated that I should have my ovaries removed, and 
so I did. I am so glad that I had the test done, and would not have done things any differently if I could do it all over 
again. This is now information that I can give to my family so that they hopefully will not have to go through such 
an illness. 
-Brooke Pickens
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I am an art therapist and a busy mother of 4.  When asked about genetic testing 
it is a positive experience for me as, “knowledge is power.”  My journey started 
generations ago.  My grandmother and two great aunts died of various gyneco-
logic cancers.  This prompted their six daughters to have prophylactic hyster-
ectomies and BRCA 1 & 2 testing.  My mom and an aunt tested positive for the 
mutation. She chose to have a prophylactic ovarian removal and double mas-
tectomy to lower her risk.  My family has chosen various ways of reducing their 
risk including ovarian removal and close follow-up with their doctors.  I had 
always thought of breast cancer as a disease that my mom had to worry about, 
until I was at a holiday gathering at which my male cousin told me that he had 
breast cancer. With his encouragement I also decided to undergo BRCA testing.  
I was sure that my test would come back negative, but to my shock I was also 
positive for BRCA 2. After receiving the results I was encouraged to quickly 
make a decision, but I took some time to think over my options. During this 
time I used my art as a worry-free escape.  

  Continued from page 4

“I feel lucky to know and have the option to 
catch this disease early.” 

The piece above titled “Family” demonstrates the connection among sisters, family, and support systems that 
have evolved amongst my family.  I am proud of their support with such personal decisions as getting tested for 
the BRCA gene and the multiple treatments each person has chosen.  I feel lucky to know and have the option to 
catch this disease early.  As a mother I feel it is important to openly communicate my choice of a prophylactic 
hysterectomy and oophorectomy with my children.  I hope that some day research will give my children an even 
better chance of not having to worry about developing breast cancer.  
-Joani Rothenberg
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I was diagnosed with invasive breast cancer at the age of 34 and again with 
a second primary in the contralateral (opposite) breast at the age of 52.  My 
family history was limited by the size of the family, and there is no history of 
ovarian cancer among this small group of women. My choice to be tested 
was to accumulate as much information as I could for both medical and 
psychological reasons. I did not test positive for either of the known gene 
mutations.  With the help of my oncologist, Dr. George Sledge, I decided 
that with the bilateral mastectomy and hormonal therapy, I am comfort-
able with no further treatment.  My overriding concern has been for my 
daughter.  

She has relied on my history to determine her surveillance plan. She is a patient of  Dr. Storniolo’s in the Catherine 
Peachy Breast Cancer Prevention Program at the IU Cancer Center and follows a regime that has been designed to 
optimize her chances for the early detection of breast cancer. For both of us, this choice provides some peace of 
mind and gives us a plan for living with breast cancer as part of our lives.
-Connie Rufenbarger

“My overriding concern has been for my daughter.” 



Breast Cancer Q & A
Q:  Is breast cancer really inherited?
A:  Currently we believe that about 5-10% of breast cancers are inherited 
directly from genes passed on from our parents.  More recently, however, we 
have discovered some genetic variations when combined with other risk factors 
may also predispose a woman to a greater risk of acquiring breast cancer.  Thus, 
the role of genetics is probably greater than once thought even in women who 
don’t have a direct family member who is affected.

Q:  Will getting a genetic test affect my health insurance coverage?
A:  No, it is unethical for genetic testing results to be share with anyone except 
you and your physician. In 2005, the Federal government passed a law to protect 
a person's confidentiality concerning the results of gene tests. The law prohibits 
insurance companies and employers from discriminating against anyone based 
on knowledge of confidential genetic information about that person.1 (For 
more information, go to the National Cancer Institute’s website on Understand-
ing Cancer,  www.cancer.gov/cancertopics/UnderstandingCancer/genetesting )

Q:  Is there a link to breast cancer and any other cancers other than 
ovarian?
A:  A secondary malignancy in someone with breast cancer is a very rare occur-
rence.  Use of chemotherapy is associated with risk of leukemia (very rare) and 
use of tamoxifen has been associated with endometrial cancer.  BRCA2 muta-
tion carriers may be at risk for developing stomach, pancreatic or gallbladder 
cancers.  Other rare familial inherited cancer syndromes may include other 
cancers, but these are extraordinary circumstances.

Q:  How do you keep a positive attitude with all you have to deal with?
A:  At the time of a cancer diagnosis, we bring our underlying personalities and 
past histories with us.  Optimistic people often stay optimistic, despite the 
extreme stress of living with disease.  Others may bring anxiety or pessimism 
that was already present, even before the cancer was diagnosed.  The Com-
pleteLife team considers a person’s past, the degree of stressors caused by the 
cancer and the disruptions to daily life, the amount of social support from part-
ners, family, and friends, and other factors to help design ways to keep people 
positive during cancer treatment.  Some patients may end up needing medica-
tion or counseling; others learn ways to manage symptoms and stress.  Many try 
to find humor, or look at the treatments as a temporary stage of life.  Psychologi-
cal intervention may be key in maintaining a positive attitude. 

Q:  I want to lower my risk; are there any supplements or certain foods that 
I should  take or eat?
A:  There are many claims that eating specific foods, taking a certain vitamin or 
herbal supplement can prevent breast cancer, but none of these have been 
proven. There is no “magic bullet.”  Some of these claims are from laboratory 
studies using rats or other lab animals.  What works in a lab animal may or may 
not work as well in humans or at all.2   To lower your risk for breast cancer 
including reoccurrence try: adjusting your diet so that fat accounts for no 
more than 20% of your total daily calories, increase activity to include moderate 
exercise (“enough to increase heart rate and break a sweat”), at least 30 minutes 
3-5 times per week, and limit alcohol intake.
1Brown, ZK.  Freeman, HP.  Platt, E.  100 Questions & Answers About Breast Cancer.  Sudbury, MA: Jones and Bartlett Publishers, Inc, 2007; p45.
2Brown, ZK.  Freeman, HP.  Platt, E.  100 Questions & Answers About Breast Cancer.  Sudbury, MA: Jones and Bartlett Publishers, Inc, 2007; p21.



The volunteers turned the initial $500 into thousands of dollars for 
women who are, in most cases, critically ill with breast cancer. Volun-
teers have added to their $500 and have given away a car, trips to 
Disney World, beach vacations, bedroom makeovers, living expenses, 
special gifts for the children in a family to name just a few.  

The idea for the “Pay it Forward” event originated to celebrate the birth-
day of Sharon L. Bassett who died in June of 2006 after a 9-year battle 
with breast cancer. Sharon would have been 56 on January 18, 2007. 

To hear more stories, visit www.wishtv.com and type in Sharon Bassett. 
To learn more about the Sharon L. Bassett Fund visit www.pusmcf.org 
and click on Sharon L. Bassett Fund.

Sharon L. Bassett Fund Changes 
the Lives of 56 Women by 

“Paying it Forward”

The Sharon L. Bassett Fund helps families in Indiana and Illinois that are 
dealing with breast cancer.  At a recent “Pay it Forward” event, the 56 
volunteers were given $500 and the name and story of a woman deal-
ing with breast cancer.  They were asked to figure out how to uniquely 
“Pay it Forward” for the family dealing with breast cancer. They could 
bring in any additional resources and could ask for help from friends 
and family. 

Over the past year, I have had the privilege of working with the 

Indiana University Cancer Center breast team to provide educa-

tional information about breast cancer through this newsletter.  

This has been both exciting and rewarding.  I am passionate about 

research and our goals to help inform breast cancer survivors.  As I 

move to another state to be with my husband and family, I want 

each of you to know that you are my hero.  I admire all women 

going through treatment and your caregivers, as you have the 

courage to make it through each day.  I applaud all of you who 

have donated to the normal tissue bank because you believe that 

research is the answer to finding a cure.  I know that someday we 

will find a cure because of all of you.  

 Farewell,
  Debbie Putt

Farewell from the Editor:

Please join us 

as we kick-off our group 

nutrition education program for 

patients with breast cancer. 

Where:  Indiana Cancer Pavilion

   535 Barnhill Drive 

                Indianapolis, IN

   Room 101 

                 (Education Center, 1st floor) 

 

Date:     Monday, June 4, 2007

Time:    1:30-2:30 PM

Facilitator:  Anna Zufall, MMSc, RD, CD

          Oncology/Hematology Dietitian 

Indiana University Cancer Center 

CompleteLife, Coping with Cancer 

Through Integrated Care 

This class will explore healthy eating, 

low-fat diets, and guidelines for activ-

ity.  Please join us as we discuss the 

Women’s Intervention Nutrition 

Study (WINS)—reduced levels of fat 

in the diet may decrease the risk of 

breast cancer recurrence according to 

a new clinical trial. Expert nutrition 

consultation is available to patients of 

the Indiana University Cancer Center 

through the network of support 

services known as CompleteLife.

Nutrition & Breast Cancer
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IndianaUniversity Cancer Center
535 Barnhill Drive,  RT 473
Indianapolis, IN 46202

 ARE YOU INTERESTED IN LEARNING MORE ABOUT BREAST CANCER?

Sign up to receive the IUCC Pink Newsletter

Name:  ______________________________ *E-mail: _________________________________
 
Street: _______________________________City/Zip: ________________________________
 

What topics are you interested in learning more about?

____________________________________________________________________________

____________________________________________________________________________

Would you like to share your experiences in the IUCC Pink Newsletter?  Yes ____   No ____    

*Newsletters will be sent by email when applicable.

Return to Casey Allen at:
  IndianaUniversity Cancer Center
  535 Barnhill Drive,  RT 473
  Indianapolis, IN 46202
Or send an email to calallen@iupui.edu  with the above information.  
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