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Introducing the Family Registry... Thank you for taking part in the Northern Cali-
fornia Family Registry for Breast Cancer! We
begin our fourth year encouraged by the enormously positive responses we have received
from over 800 families in the San Francisco Bay Area. With your help, we will gather
information from approximately 3,000 women and men that will be the foundation for future
research. Thanks to the generous participation of so many women,
men, and families, we are very gratified to see our Family Regis-  Inside....
try growing into a vital research resource. j
The information provided by Family Registry participants will
TIGATON allow researchers to more closely identify patterns of cancer within
' families and relationships with inherited and lifestyle factors. While
Esther M. John, PhD i :
Nece the results of this type of research will accumulate gradually over
Sally fé"lsm', I'hB several years, we will report in these pages new research directions and findings as they
' become available. We hope you and all of our participants will find this newletter to be a
useful source of health information.

Institute, Boston

What is the Family Registry ?  In 1996, the National Cancer Institute funded six

research institutions to establish the “Coaperative
Family Registry for Breast Cancer Studies” (CFRBCS). The six institutions are: the North-
ern California Cancer Center (NCCC) in the San Francisco Bay Area; Columbia Univer-
sity in New York City; Huntsman Cancer Center in Salt Lake City; Fox Chase Cancer
Institute in Philadelphia; Cancer Care Ontario in Toronto, Canada; and University of
Melbourne in Melbourne, Australia. The information collected by these six Registries will
be consolidated, so that together information from over 6,000 families will be available for research.

The Northern California Cancer Center is the parent organization of the Northern California Family Registry, which is
the only US population-based registry in the CFRBCS. This means that participants are recruited from the entire popula-
tion, not just from genetic clinics, allowing us to better
study the impact of cancer on the population as a whole.
Furthermore, the Bay Area’s broad ethnic diversity al-
lows us the unique opportunity to address health con-
cerns specific to African American, Latino, and Asian
American communities.

How Does the Family Registry Work ?

Over the past three years, interviewers from
the Northern California Cancer Center have contacted
thousands of women and men in the Bay Area and
asked them to complete a short phone interview. De-
pending on responses given to questions about occur-
rences of breast, ovarian, and childhood cancer in the

; 800 le (t v in the Family Registry Staff: Back Row, L-R: Dee West, Carol Young, Trisha
famlly‘ ] s ( o datc) have enrolled Harasty, Jolyn Smith, Marcela Magaza, Colleen O'Grady, Samantha Chen.

Registry and have allowed us to contact certain mem- Middle Row, L-R: Tami Eilenberger, Enid Satariano, Victoria Wylan, Gwen
bers of their families. Moore, Connie Cady, Rogeline Amo, Esther John, Jeanne Boxley. Front Row,
L-R: Debbie Sohn, Angela Black, Claudine Reyes, Margaret Canfield. Not
Pictured: Sally Glaser, Alice Whittemore.

(continued on pg. 2)



How Does the Family Registry Work ?
(cont. from pg. 1)
The Northern California Family Registry includes:
Women diagnosed with breast cancer before the age of 35
Women diagnosed with breast cancer between the ages of 35 and
64 who also have a history of breast, ovarian, or childhood cancer
Men diagnosed with breast cancer
Women and men who have not had cancer but whose family mem-
bers have been diagnosed with breast cancer
A selection of women and men who have had breast cancer but who
do not have a history of breast cancer in their families s
A selection of women and men without breast cancer.

Interviews regarding family history of cancer, exercise, diet, past
medical history, and other factors are conducted by our staff of seven
interviewers, who also collect blood specimens from participants. This
effort keeps them travelling throughout the Bay Area and keeping in
touch via phone or mail with the participants’ family members living as
far away as Hawaii, Alaska, and Newfoundland, Canada. The interview-
ers recontact participants about once a year to gather information about
treatment, update information we have already collected, and introduce
upcoming research projects that might be of interest to participants.

Progress to date includes selecting over 800 families and complet-
ing data collection for over 1,700 family members. These numbers are
growing daily, as we approach our goal of contacting more than 1,200
families and 3,000 family members by the spring of 2000.
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Do you have questions about:

e Tamoxifen and Raloxifene?
e Support Groups?

e Access to Mammograms?
e Cancer Care?

Call the Cancer Information Service
1-800-4-CANCER
A free information line




of some additional information:
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Research and Cancer Care Resources

on the World Wide Web:

® Northern California Cancer Center
http://www.nccc.org

® National Cancer Institute
http://www.nci.nih.gov

® UCSEF’s Cancer Care Center
Clinical Trial Page
http://bee-ct.his.ucsf.edu

@ National Alliance of
Breast Cancer Organizations
http://www.nabco.org

@ Stanford University’s
Community Breast Health Project
http://www-med.stanford.edu/CBHP/




LET US HEAR FROM YOU!
THE NORTHERN CALIFORNIA CANCER CENTER
The Northern California Family Registry wants to keep 25TH ANNIVERSARY PROGRAM
you updated for several years to come. Please clip out
and save this postage-paid postcard and return it to us if

your name or address or phone number changes. NEW DIRECTIONS IN BREAST CANCER
Your name:
SPEAKERS TO INCLUDE: | WHEN
New address: Wednesday
Richard Klausner, MD, March 24, 1999
Director, National Cancer Institute 8:30a.m. to 5:00 p.m.
New phone nlmber: Mary Claire Kiﬂg, PhD, WHERE
Prof. of Epidemiology, Palace Hotel
. University of Washington Two Montgomery Street
Date effective: San Francisco, California
) ) ) Alice Whittemore, PhD,
Is there something specific you would like to see Director, Epidemiology, NCCC, | RSVP
addressed in future issues of the newsletter? Prof. of Epidemiology, | For more details,
Stanford University Call 1-888-441-2643
- AND OTHERS -

Toaank YouU
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