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We have received a number of calls from
participants over the past year asking how their
personal information is kept safe and secure from
identity theft. It is an important question because
participants provide detailed information to the
Family Registry to help researchers better un-
derstand how to prevent and cure cancer.  The
Family Registry and the Northern California Can-
cer Center take the protection of personal infor-
mation very seriously
and safeguard your
personal information
in a number of differ-
ent ways. These in-
clude assigning iden-
tification numbers to
keep names separate
from other informa-
tion, adhering to strict
guidelines for the re-
lease of data, and maintaining an armory of com-
puter security systems to protect against viruses
and other forms of infiltration.
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Are you looking for a
support group or

have questions about
treatment options?

CANCER INFORMATION

SERVICES

1-800-4-CANCER
for free information

VISIT US ON THE WEB:
www.nccc.org >

Research and Training >
Research Programs >
Family Registry for

Breast Cancer

“When individual
data are submitted to

the central
database...they are

submitted in an
anonymous format
that is completely

stripped of personal
information.”

SPECIAL BULLETIN
This year we are enclosing the first annual
newsletter of the Cooperative Breast Cancer Family
Registry, a collaboration of six family registries in
the U.S., Canada and Australia.  Highlights include:

� An update from the NCI Program Officer
� A spotlight on Dr. Esther John
� Breast cancer research activities

Protecting the
Personal Information of
Family Registry Participants

We keep names and information separate by
assigning each person in the Family Registry a
unique identification number.  Your information and
samples are labeled with this number and any
names, addresses and phone numbers are stored
separately from all other study information.  When
individual data are submitted to the central database
that stores information collected by all six family
registries, they are sent in an anonymous format
that is completely stripped of personal information
such as names, addresses and phone numbers. In
addition, only authorized employees of the Northern
California Family Registry who have signed a
legally binding confidentiality agreement have
access to the personal information.

Once the anonymous data are stored at the
central database, they become available to
researchers whose projects have undergone a
rigorous evaluation by both an Ethics and a
Scientific Review
Committee.   At no time
will your name or
address or any
identifying information
ever be released without
your stated permission.
If an approved
researcher would like to
collect additional information, we will contact you
to explain the study and let you decide whether to
participate and allow the researcher to contact you.

“At no time will your
name or address or

any identifying
information ever be

released without
your stated

permission.”

NUMBER OF FAMILIES

RECRUITED FOR THE NORTHERN

CALIFORNIA FAMILY REGISTRY

AS OF JUNE 5002

naciremA-nacirfA 905

cinapsiH-non,etihW 968

cinapsiH 884

esenihC 963

onipiliF 862

esenapaJ 79

rehtO 99

latoT 9962

Cooperative Breast Cancer Family
Registry Web site:
http://epi.grants.cancer.gov/CFR



as technology progresses with your privacy
in the forefront of our minds. We appreciate
your continued confidence.

“An independent
security firm tests

our network
security by

intentionally trying
to hack into the
network from

outside the
organization.”

In addition to keeping names and
interview data separate, the Northern
C a l i f o r n i a
Cancer Center
employs a team
of database
administrators
and network
engineers who
maintain the
security of the
Family Registry
database. Joyce
Harvey, Network Server Administrator,
explains that NCCC’s network security plan
is a multi-tiered system that includes a
strong firewall; data and database security;
restricted remote access; frequent
password changes; and security software
that is updated daily to guard against new
threats, with anti-virus software that
constantly monitors all systems for virus

and virus-like activity, spyware, key loggers
and other intruders. On a quarterly basis,
an independent security firm tests our
network security by intentionally trying to
hack into the network from outside the
organization.

The Age of Information is here. For
cancer research this means broader access
to participants and allows for more
productive research while simultaneously
fueling a growing concern for information
theft at the individual level. The Family
Registry and the Northern California
Cancer Center take this concern for
information security seriously and we do
all we can to ensure that names, addresses
and phone numbers are protected daily in
both systematic and technical ways. Your
participation over the years has allowed the
Breast Cancer Family Registry to grow into
one of the largest research collaborations
in the world, and we will continue to expand
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Putting Faces to Names: Spotlight on the
Project Coordinator & Follow-up Interviewers

Shanta Russell has been the Project Coordinator for the Family
Registry for almost one year and has experience in study
coordination and interviewing on health studies. She directs the
activities of all the telephone and field interviewers. Shanta is
working on a Master’s degree in Public Health Administration,
does volunteer work with teen girls and enjoys playing soccer.

Each year we re-contact participants to ensure we have
the most current and accurate information available. Most of
the follow-up interviewing is done by three of our Telephone
Interviewers and many of you have talked to them on an annual
basis for a number of years.

Margo Noble has been with the Family Registry for more than
five years. She has completed more than 4,500 follow-up
interviews with 1,700 participants. When she’s not on the phone,
Margo enjoys biking and classical music.

Dorien Silverstein has been with the Family Registry for 2 ½
years and does most of the follow-up interviews with participating
relatives. She has completed more than 1,100 interviews. She has
three young grandchildren who are fortunate to have Dorien living
near them.

Jolyn Smith has been an interviewer for many years in the Bay
Area and works on multiple projects. She has completed almost
2,400 follow-up interviews with 1,400 family registry participants.
Jolyn likes to travel and is spending her vacation this year in Greece.

New Studies

Within the next few months three new
studies will get underway. You may be
contacted and invited to participate.

LEGACY Study (Lessons in
Epidemiology and Genetics of Adult
Cancers from Youth):  The Family
Registry is interested in possibly
expanding the participating families to
include family members under the age of
18 years in order to investigate important
early events in breast cancer. This may
be a time period when prevention
strategies might produce the greatest
results. We will participate in a registry-
wide pilot study with adult-parent
participants to evaluate their interest and
concerns about their children being asked
to participate in interviews and provide a
blood sample as part of the youth cohort.

Ethnic and Cultural Differences in
Cancer Risk Beliefs and Behaviors:
Little is known about how people from
different cultural backgrounds experience
and respond to information about cancer
and the role of genetics in health and
disease. We will participate in a registry-
wide pilot study that will address these
issues in preparation for a larger study
that will help us develop culturally
sensitive materials to facilitate the use of
genetic data for cancer prevention and
treatment.

Genetic Studies of Breast Density:
The National Cancer Institute has funded
a new 5-year study to find out which
genes influence the amount of dense
breast tissue as seen on a mammogram.
Such information may help us to predict a
woman’s risk of developing breast
cancer. We will contact family registry
participants to ask for permission to
borrow their mammograms which will be
scanned by computer to determine the
density of breast tissue.







A Little Blood Goes A Long Way

One of the most important pieces of information collected
from participants in the Family Registry comes in the form of
a blood sample. From a blood sample of about three
tablespoons we obtain DNA, the body’s genetic material,
which is used to learn more about the influences of genetic
alterations on breast cancer risk.  The DNA is stored as a
resource for future studies approved through the Family
Registry.

While many studies of breast cancer have been done in
non-Hispanic white populations, very little is known about
the role of breast cancer genes, such as BRCA1 and BRCA2,
in minority women. As one of the largest scientific resources
of minority families, the Family Registry has the potential to
answer important questions about the genetics of breast
cancer in minorities. Questions like: “How common are
BRCA1 and BRCA2 genetic mutations in minorities?” and
“What specific changes in BRCA1 and BRCA2 genes affect
breast cancer risk in minorities?” The only way the Family
Registry can answer crucial questions like these is to collect
blood samples from our participants.

We express our many thanks to participants who have
already donated a blood sample to the Family Registry and
encourage participants who have not agreed to a blood draw
to do so at their next follow-up.  Family Registry staff includes
experienced phlebotomists who can schedule blood draws at
times that fit our participants’ schedules.

Your cooperation is helping us answer important
questions!

Take “A Walk in the Park”
with the Oakland  A’s

Join the Oakland A’s as they take
on breast cancer and the Texas
Rangers on Sunday, September 25,
at 1:05 p.m. for the Seventh Annual
Breast Cancer Awareness Day.  Sur-
vivors, family members and fans are
invited to show their support for
breast cancer research and educa-
tion during a special pre-game cer-
emonial walk around the park be-
fore the game.

Last year, this event raised
$125,000 for cancer research and
education. A portion of the proceeds
from this year’s game will benefit
the Northern California Cancer Cen-
ter. For more information, please call:

(510) 638-4900 x2329

Know Your Family History

Registry participants can request a picture of their
family health history. The picture depicts a family tree
with names, vital statistics and medical information.
Participants can get a family tree in two ways: 1) Enter
family health information into “My Family Health Por-
trait” available on the National Institutes of Health Web
Site at http://www.hhs.gov/familyhistory.  The information
is used to create a document that shows the health and
medical relationships between
individuals.  2) Request a
family tree from us (see
picture) depicting names, vital
statistics and cancer diag-
noses as reported by partici-
pating family members.
Simply return the response
card on the back page clearly
marked “Family Tree Requested” with your full name and
mailing address.
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Change of Address?

The Northern California Family Registry wants to keep
you up to date for several years to come. Please clip and
save this postage-paid postcard and return it to us if  your
name, phone number or address changes.

Your name:

Your new address:

New phone number:

Effective as of: _____________________

Please use this space to tell us what you would most like
to see in future issues of the newsletter or to request your
family tree.
________________________________________________
________________________________________________
________________________________________________
________________________________________________
________________________________________________

Thank You Very Much!

NON PROFIT
ORGANIZATION

U.S. POSTAGE

PAID
Fremont, CA

PERMIT NO. 297

The Northern California Family Registry
2201 Walnut Avenue, Suite 300

Fremont, CA 94538-9903

ADDRESS SERVICE REQUESTED

Family Matters

A central goal of the Breast Cancer Family Registry
is to understand how breast cancer is related to patterns
of family cancer history. To do this we collect information
from women with breast cancer and also from certain
relatives of those women.

Family members not only share many of the same
genes, they may also share a common environment and
often have similar lifestyle factors like diet and physical
activity. Learning more about relatives of women with
breast cancer helps us to understand how genes and
environment and lifestyles interact to affect breast cancer
risk, and why some family members may develop breast
cancer while others do not. Contacting the relatives of
women with breast cancer also gives the Family Registry
an opportunity to learn about cancers in the family that the
original participant may have forgotten or not known
about, creating a more complete picture of a family’s
cancer history.

Relatives are an essential resource to the Family
Registry. We encourage all participants to talk to their
relatives about the Family Registry and let them know
what an important role they can play in our efforts to
learn more about breast cancer and to encourage them to
participate in our studies.


