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15-Year Follow-up Begins Final Year
A big thank-you to the more than 3,300 of our Family
Registry participants who have completed the 15-year follow-up
questionnaire. Approximately half of you chose to complete the
questionnaire by mail and the other half preferred to complete
the questionnaire by telephone with an interviewer. The brief
questionnaire asks each participating family member to provide
updates regarding changes since we last spoke with you. If you
haven’t heard from us yet, we will be contacting you in the next
several months. It is important to hear from you, even if you

Funds Awarded to Maintain and Enhance
the Breast Cancer Family Registry
In the fall of 2012, the National Cancer Institute, awarded
new funding to maintain and enhance the family registries at
each of the six international sites of the Breast Cancer Family
Registry (BCFR). Obtaining this funding was a highly competitive
process and we are both proud and grateful to be a recipient. It
is a testament to the commitment of more than 7,000
participants at our California site and the data and biospecimens
that have been provided to us since 1995.
In the next five years, we will continue to maintain the
extensive data and biospecimen resources of the BCFR, conduct
active follow-up of all of our participants, update family history
and other important risk factor information through
questionnaires, and expand the Family Registry by inviting
additional family members to participate who have not yet
joined.
Most importantly, BCFR scientists will continue their active
collaborations with other scientists across the world, working on
a wide range of studies including identifying new factors
associated with breast cancer risk and prognosis, gene discovery,
and investigations of novel behavioral interventions and risk
communication programs; with the ultimate goal of translating
findings into clinical practice and public health.
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think there are no changes to report.


Launching in September!
Updated website for the
Northern California Family Registry
for Breast Cancer
www.frbccpic.org



Over 360 Bay Area Girls Participating in
the LEGACY Girls Study
The five North American sites of the Breast Cancer Family
Registry began enrolling girls 6-13 years of age and a parent or
guardian in the LEGACY Girls Study in the fall of 2011.
Thanks to all the young girls and families who agreed to
participate in LEGACY! We have surpassed the recruitment goal
of 900 girls and are delighted to
report that 1,040 girls are
The LEGACY Girls Study
has surpassed its
enrolled in this important 5-year
recruitment
goal!
study, including 362 girls from
the San Francisco Bay Area.
Recruitment is now complete. Girls are being contacted
every 6 months. At each study visit, daughters and parents
complete questionnaires on growth and development,
nutrition, physical activity, and the environment. At each visit
we also measure the daughter’s foot size, height and weight,
(“LEGACY” continued on page 4)

Published Research from the Northern California
Family Registry
Many of our Family Registry participants ask about results of our on-going work.
The data and biospecimens contributed by our participants have led to many
publications over the years. Two recent publications are highlighted below. We hope
this shows you the value of your continued participation in the Family Registry.
Total energy intake and breast cancer risk in sisters: the Breast Cancer Family
Registry. Zhang et al., Breast Cancer Research and Treatment, 2013.
Studies in animals have shown that consuming fewer calories reduces mammary
tumor development, but among humans the connection between diet and breast
cancer risk has not been so clearly established. Some research indicates that diet may
work together with body size and physical activity to affect breast cancer risk.
This study analyzed data from the diet questionnaire all participants were invited
to complete when they first enrolled in the Family Registry. Total calories consumed
were estimated for 1,775 women diagnosed with breast cancer and compared to the
caloric intake of 2,529 of their sisters unaffected with breast cancer. When comparing
women with the highest levels of calorie consumption to those with the lowest levels,
women with high calorie consumption were 60-70% more likely to develop breast
cancer. This relationship persisted even after considering differences in physical
activity and body mass index (BMI) between the two groups of women. This effect was
found only in younger, premenopausal women and in women with hormone receptorpositive breast cancer which is the most common type of breast cancer. The findings
suggest that reducing calorie intake may be a way to reduce the risk of hormonereceptor positive breast cancer, particularly in younger women.
Tamoxifen and Risk of Contralateral Breast Cancer for BRCA1 and BRCA2 Mutation
Carriers. Phillips et al., Journal of Clinical Oncology, 2013.
Clinical trials in women who don’t carry a mutation in the BRCA1 or BRCA2 gene
have shown that taking tamoxifen after a first breast cancer diagnosis reduces the risk
of developing a second breast cancer in the opposite breast (known as contralateral
breast cancer). It is important to know whether tamoxifen use also lowers the risk of
contralateral breast cancer in BRCA1 and BRCA2 mutation carriers. This analysis of
over 2,400 mutation carriers from the Breast Cancer Family Registry and other studies
found that using tamoxifen reduced the risk of a contralateral breast cancer by about
70%. Because tamoxifen use may have some harmful side effects, it is recommended
that women carefully discuss the benefits and side effects of tamoxifen use with their
physician before they decide whether they wish to use the medication.
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If you would like a copy of these publications, please
call our toll-free number (1-888-441-2643) or
e-mail us at frbc@cpic.org.
For a more complete listing of publications please visit
http://www.bcfamilyregistry.org/publications.

Should or Could a Human
Gene be Patented?
In a unanimous decision on June 13,
2013, the U.S. Supreme Court ruled that
human genes cannot be patented. (http:/
/www.lbbc.org/Understanding-BreastCancer/Breast-Cancer-News/SupremeCourt-Rules-Against-BRCA-Patents). The
landmark case involved Myriad Genetics,
a company that was sued over its claim of
patents on the BRCA1 and BRCA2 breast
cancer genes. Mutations in these genes
are linked to increased risk for breast and
ovarian cancer. Because Myriad owned
the patent on these genes, it was the only
company that was permitted to perform
the tests that can inform women if they
carry harmful mutations in these genes.
The cost of the Myriad testing is about
$4,000 for a complete analysis of the two
genes. It is widely anticipated that the
court’s decision will result in more
laboratories offering BRCA testing;
making the tests much less expensive and
available to more women.

Stay informed about new research
taking place at the
Cancer Prevention Institute
of California (CPIC):
•Follow exciting scientific initiatives
•Learn about research findings
•Get to know CPIC scientists
•Be informed about cancer prevention
Sign up online at:
http://www.cpic.org/signup

Why I Participate in the Family Registry
As told to Daisy Lubag, by Bernice
There are six sisters in my family and the youngest one was diagnosed with breast cancer.
She was going through treatment and told us about the registry that she was participating in
and asked us to participate along with her. My sisters and our parents all joined the Family
Registry. It made it a lot easier for all of us to go through it together and for my younger sister
to have support during her experience. We have been participating since 1999.
Through my participation in the Family Registry I’m definitely more aware of the
importance of breast health and I have a better understanding of what other people may be
going through when they are diagnosed. I read the newsletter and share it with other people
to let them know that my participation is contributing to cancer research.
Tell Us Your Story...
What is your experience with the Family Registry and why are you committed to
being part of it? With your permission, your story may be included in one of our
newsletters or on our website. Please email your story to frbc@cpic.org.

Family Registry Staff Highlights
Alexandria Blacker M.P.H., Epidemiologist
I am extremely excited to be one of the new additions to the LEGACY and Family Registry
teams. I am originally from a small town in southern California and recently relocated from San
Diego to the Bay Area. While completing my master’s degree in San Diego, I worked for a nonprofit organization called the Children’s Initiative and as an after school counselor at an
elementary school. I am thrilled to be starting this new chapter in my life as an epidemiologist. I
will be analyzing data from the various questionnaires and gathering information on pertinent
breast cancer research. Currently I am looking forward to partaking in this novel research, moving
into a new apartment and training for a marathon with my family!
Ly Ngo, M.S., Research Assistant
I’ve been a research assistant for the LEGACY Girls Study and the Family Registry since late
2012 and I’m very thankful for the opportunity to work with amazing people on these very
important projects. Before joining CPIC, I served as an Involvement Fellow for VIET Fellows, a
project of Asian Americans/Pacific Islanders in Philanthropy, working with local communities in
Vietnam to address health issues caused by Agent Orange. I love to hang out with my family and
friends, go hiking and biking, and learn new dishes to cook.
Jenna Luckhardt, Interviewer Phlebotomist
I have been working on the LEGACY Study as an Interviewer/Phlebotomist since the fall of
2012. I really enjoy being able to interact with the girls and their families through such important
research. Before I became a Phlebotomist, I worked at an Animal Shelter as a Veterinary
Technician. I love animals, and still like to foster kittens and puppies when I have the time. I am
also currently taking classes to eventually pursue a degree as a Physician’s Assistant.
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LEGACY...

For latest study news and developments from all five
Breast Cancer Family Registry sites please visit
www.bcfamilyregistry.org



continued from page 1

and collect a urine sample. We request a blood sample once a
year. A total of 858 girls have completed their 6-month visit, 356
have completed their 12-month visit, and 130 have completed
their 18-month visit.
The collection of these unique
data will help us understand how
lifestyle, environment, and biology
affect the growth and development
of young girls and teens and how
these factors may affect women’s
health later in life.
Please visit www.legacygirlsstudy.org for more information.

Meet our field research staff:
(top) Rita Zendejas-Brewer, Jolyn Smith, Jessica Heredia; and
(bottom) Zinnia Loya, Marianne Dellner, Shanika Anderson.
Not pictured: Mei-Chin Kuo, Jenna Luckhardt, Debbie Serva.

Have you recently moved?
If you are planning to move, or
recently changed your address,
please let us know by calling our toll-free number
(1-888-441-2643) or
e-mailing us at frbc@cpic.org.

The Northern California Family Registry
2201 Walnut Avenue, Suite 300
Fremont, CA 94538-9903
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