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Goals of the Army of Women

Encourage women to take the next step in
breast cancer advocacy and participate in
research.

Educate women about the research process.

Get women invested in the concept of
research to find the answers.

Forge a partnership between women and
researchers to end breast cancer.
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Goals of the Army of Women

Increase the amount of research focused on
the cause and prevention of breast cancer.

Shift research from animal models to women
when possible.

Accelerate research by accessing a pool of
ready volunteers of all ages, ethnicity, with or
without breast cancer.

Encourage researchers to study clinically
Important questions.
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Army of Women
Collaborators

* American Association of Cancer Researchers:
representing the scientific community.

* National Breast Cancer Coalition: representing
the women who participate.
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What is the

Army of Women (AOW)?

A pool of healthy

women (normal, high
risk, survivors) who
are willing to
participate in breast
cancer research

A “just in time”
resource for basic
scientists and
epidemiologists who
need human tissues,
fluids and/or
information for breast
cancer research

Exactly what is needed
when it is needed

An independent
non-profit service to
match the two




How it Works
Army of Women Members

-Women sign up online - Approved studies are -If they fit the eligibility
agreeing to consider periodically sent to the criteria and want to take

pa rgicipatinn in research whole Army of Women part, they RSVP on
studies

describing a particular

-Minimal information is study, eligibility criteria, where they undergo a
collected in advance and requirements secondary screen
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www.armyofwomen.org
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How It Works
Scientist

Scientists register at
www.armyofwomen.org
website for access to the

- current membership base
Reg I Ste I of 300,000 women for
recruitment for their basic
science and epidemiologic
studies
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How it Works
Partnership Between Women and
Researchers

 Researchers are responsible for explaining the
research to the participants as well as
communicating the aggregate results of the
study at the end:

— In person if they are conducting the study
themselves.

— Through an AOW webinar if we are collecting

samples and shipping to them.
O army of women
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Army of Women
Launch: October 2008

e Today Show, NBC Nightly News, ABC World
News, the View, Good Morning America.

e AARP Prime Time Radio, Bulletin.

e Oprah Magazine, Women’s Health, Real
Simple and many more.

300,000 women have sighed up!
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Army of Women
Who are they?

In December 2008, The Army of Women surveyed all of its
members in order to develop a snapshot of their demographic

and breast cancer history:

e 107,638 women responded and completed to the
survey within 72 hours

Who is in the Love/Avon Army of Women?
 Ages 18-100
e All ethnicities
* Representation from every state
e Women with a range of risk factors

 “Healthy” women and Survivors
O army of women
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What is your racelethnicity?
Other, please specify ~l 1504 (1%}
Rather Mot Say 4 157

Pacific Islander— 88

Mative American - 318

Hispanic / Latina ‘ 2527 (2%)

Caucasian / White

Asian

African American / Black 2162 (2%)

T T T T 1
0 20000 40000 60000 80000 100000

What is your age?

4000 —

(O army of women

LOVE/AYON Going Beyond a Cure



Choose the answer that best describes your breast cancer history

I am a survivor of more than 16 years | 1403 (1%

Il am a survivor of 11 - 15 years | 1695 {2%)

I am a survivor of 5 - 10 years 3948 (4%)

I am a survivor of less than 5 years 6529 (6%)

| have breast cancer

| have never had breast cancer

20000 40000 60000 80000 100000

How many of your FIRST DEGREE relatives have had breast cancer?First
degree relatives include: mother, father, brother, sister, and your children.

| don't know— 114
6 or more— 7
I

5—|11

4—| 81

S—M 377

2929 (3%)

(74%)
L
60000 80000
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As of June 2009

e Ten studies have been
launched.

e Over 11,000 women have
qualified to participate in
studies.



Army of Women
National Research Studies

 NIH/NIEH Funded Sister Study: A national study that

began in 2002 to study how environment and genes
affect breast cancer risk. The researchers partnered
with the AOW to recruit the final 5,000 women
needed to close the study:

— National Study

— Launched 10/23/08, closed 3/30/09

— 52,411 total responses from the AOW

— In 48 hours: 1600 qualified and recruited

— In two weeks 2300 qualified and recruited

— 5000 total recruited G’iEEEB’NOf i



Army of Women

National Research Studies

e Avon Foundation for Women Funded Milk Study:
Biomarker study at University of Massachusetts
recruiting lactating women scheduled for a breast

biopsy. The researchers partnered with the AOW to
recruit 250 women:

— National Study
— Launched 11/17/2008
— 62,826 total responses from the AOW

— In 24 hours: 31 qualified and recruited (representing a 6
month acceleration of recruitment)

— To Date: 214 recruited
O army of women



Army of Women
Local Research Studies

 NIH funded Cognitive and Emotional Effects of Breast
Cancer study at Stanford University: A study using
imaging, genetic markers, and neuropsychological
testing to define the cognitive deficits associated
with breast cancer and chemotherapy. The
researcher partnered with the AOW to recruit 180
women:

Local Study (San Francisco)
Launched 4/16/2009, closed 5/4/09

Need 180 subjects

16,446 total responses from the AOW
1,314 qualified and recruited (O army of women
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Army of Women
National Research Studies

e A study from the University Of Ottawa, A Web-Based
Survey of Psychosocial Issues in Women Diagnosed
with Breast Cancer: An online survey to study how
breast cancer affects psychosocial and parenting

measures. The researcher partnered with the AOW
to recruit 1000 women:

- National Study

- Launched 4/30/09, closed 5/1/09: Closed > 24 hours
- 15,534 total responses from the AOW
- 5,830 qualified and recruited
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Army of Women

National Research Studies

 An NIH-funded study, Variations in Health Needs of
Breast Cancer Survivors at Boston University:
Quality of Life study to reduce the disparity in cancer
burden due to sexual orientation . The researcher
partnered with the AOW to recruit 2700 women who
are lesbian, bisexual, or partner with other women:

- National Study

- Launched 6/10/09

- 15,412 total responses from the AOW
- 158 qualified and recruited
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Army of Women
Challenges: Women

e AOW members complain about the lack
of studies which they are eligible for.

e Challenge in recruitment of minorities-
AOW should represent the US population

 Website design that limits abilities
— Expand social networking
— Translate into Spanish
— Accommodate the techno-challenged
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Army of Women
Challenges: Scientific Community

e |dentifying funded peer reviewed studies that
could benefit from using the AOW to complete
recruitment:

 Convincing scientists and epidemiologists to
consider using human tissues and fluids:

 Encouraging grant proposals utilizing the AOW:



Army of Women:

A New Model for Partnering Women and
Scientists to Find the Cause and Prevention

of Breast Cancer

Overview of the concept
Success of the idea to date

— Women
— Researchers

Current challenges
Next Step
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A Model For Big Science For

The 215t Century
Powered by caBIG®

Empower women (the public) to be part of and

feel invested in breast cancer research:

e By educating women in the research process

* By including women in the collection and
maintenance of data

T
C
T

nrough engaging women in figuring out the key
inical questions of the day

nrough the first large internet based cohort

The Health of Women (HOW) Study



Health of Women Study

e |nvite all women in the AOW to join:

— Filling out periodic modules that address different
topics and are password protected and individually

controlled

ﬂ Aggregate data available to AOW and approved \

researchers.
— Code held securely by the AOW
— Application created by caBIG®

\ do follow up

— Application flexibility and user consent for AOW to

4




Is Recruitment To Such a Hybrid
Cohort Feasible?

e AOW Members were surveyed as to their
willingness to participate
— Total response 77,719/272,000 (29%)
— Survivors: 87% yes

— Healthy women: 99% yes
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caBIG® Powered Online Platform Allows
Us To Do Cohort Studies Differently

e Periodic question modules covering specific
topics rather than one long questionnaire:
— Questions remain current

— Popular/ member generated questions can be
added

 Data cleaning and management made easy:
— Skip patterns will help prevent common mistakes
— Drop down menus
— Instant access to data



caBIG® Powered Online Platform Allows
Us To Do Cohort Studies Differently

e Subcohorts can be designated on the back end:
— Male breast cancer
— Healthy women
— Survivors
— Women living with breast cancer
— Women with metastatic disease
— Lesbians

e Rolling admission

— Cohorts designated at back end to take into
consideration cohort effects



Exploit Full Power Of Informatics
Developed By caBIG®

alllf»
Health of Women Cohort

Data for Sharing

 Facilitate data
sharing while
maintaining security
and privacy.

e Develop a “wikipedia”
model for the
enhancement of the
database as new
studies are completed.



Health of Women Study

Woman fills out the module of her choice for HOW.

Researchers use HOW Grid to access database for hypothesis
driving research.

Researchers submit questions for a particular module and are
given data.

Biologic samples are requested for subgroups and data is
shared back with the AOW and attached to the original record
through the code as an addendum to their record.

vAg"
o<@>i
’Vie
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Health of Women Study
A model of data sharing

remenopaus

women on
OCP +

roteomics




Love/Avon Army of Women (AOW)

A New Model for Partnering Women and Scientists to
Find the Cause and Prevention of Breast Cancer

Overview of the concept

Success of the idea to date

— Women

— Researchers

Current challenges

— Women

— Researchers

Proposal for future development

— Basic Concept of Health of Women Study
— CaBIG Technology

: S D army of women
— Online Application Oy .



HOW Study: Longitudinal Cohort

Partnership with Leslie Bernstein and
Katherine Henderson at City of Hope

Series of modules addressing different topics
— Your health

— Family history

— Nutrition

— Physical Activity

Questions proposed by members of the AOW
Timely issues



HOW Module 1

 Based on the user experience and answers, an
automated skip pattern will allow user to fill out
only relevant information based on health
history.

e Both men and women can be part of HOW, and
the gender question will determine skip pattern
and questions.

 Both breast cancer survivors and healthy women
can be part of HOW, and the breast cancer
history question will determine the skip patterns
and gquestions.



HOW Module 1
Create Account

About Us About HOWw sing this Website Privacy Policy  Join HOW My Account

by dccowt | Contact Us | Ay of Wornen | Review Corsent

Oamyof women  The Health of Women Study (HOW)

LOYE/AYOM v

Create Account

Create ser Mame: | |

{at least & characters, mcluding letters and or numbers)

Select Password: | |

{at least & characters, mcluding letters and or numbers)

Confirm Password: | |

Password Hint: | |

Security Question; | Selectone Iﬂ

secunty Answer, | |

Eegister
Porwered by
©200% Army of Women, All rights reserved | Terms of Use | Privacy Peolicy | Centact Us | LovelAsron Army of Women ¥ cabBIG




HOW Module
Data Security and Consent

 Data Security and Consent
— They have to be a member of the AOW

— Separate log in for the cohort with more stringent
security and encryption

 Consent given online after reading information
sheet:
— Can be withdrawn at any time through My Account

— Consent to the use of identifiable data by the cohort
team

— Consent to long term follow up



HOW Module 1
Consent Form

About Us About HOwW Using this website Privacy Policy Join HOwy My Account

by Aot | Comtact Us | foewy of Women

Oarmyofwomen  The Health of Women Study (HOW)

LOYWEIAWDM

Consent Foirm
Research Study Information Sheet

The Health of Women Study (HOW) of the Love/Avon Army of Women

Background

With 1 in 8 wornen expected to develop breast cancer in thei bfetirne, breast cancer is the most common cancer atnong
womet in the Thnited States. On Jatwary 1, 2006, in the Tited States there were appromimately 2,533,193 women alive
who had a history of breast cancer. o one lknows the exact causes of breast cancer. Doctors often cannot explain why
one wotnen develops breast cancer and another does not.

Puipose of the Study
This study seeks to collect health-related mformation over a period of titne to answer questions that researchers and the
general public have regarding the cause and prevention of breast cancer,

What will Happen Dwing the Study?

Tou will be one of approzamately one millon Love/Avon Army of women members asked to participate in the study. You
will be prowided access to a series of on-line surveys called "modules”. Each module wall ask a different set of questions
related to medical history, reproductive health hstory, diet and exercise, and other areas of health and well-being, Powered by
¥ caBIG

A eopanine fa Barfioimnagio



HOW Module 1
About Me

About Us About HOW sing this Website Privacy Policy  Join HO My Account

My Account | Contack Us | Arrny of Yo eview Consent

The Health of Women Study (HOW

© army of

LOVETANOM

wWOoIrm
Modula 2 Modula 2

m My Reproductive Health My Health History My Health az of Today My Breast Cancer My Treatrnent

o Enter your Health History About Me

@ About Me

o My Reproductive Health

o My Health History Last Mame: | |

o My Health as of Today First Mame: | |

O My Breast Cancer Middle Initial: I:I

B M‘_’f Treatment _ Street Address: | |
O Review your Health History City: | |

State: | Select one [1]

e —
Phane Mumber: | |
Email &ddress: | |

Fax Mumber (optional): | |
Date of Birth: | |
Sex: OFemale OmMale

Check the box that best describes your Aighest level of completed schooling:

Fowered by {:} k-5

» cabBlG .
O vacational school

e ' '



HOW Module 1
My Reproductive Health

About Us about How Using this Website Privacy Policy  Jaoin

My Acocount

My Account | Contack Ls | Arrny of

Health of Women Study (HO
m Madule 2 Madule 3
About Me w My Health History My Health as of Today My Breast Cancer My Treatrnent

eview Consent

(© army of women

LOYE/ANOM

© Enter your Health Histary My Reproductive Health

Abaout Me
@ My Reproductive Health Tell us about your reproductive history:
o My Health History
O My Health as of Today How old were you when you had your first menstrual period?
© My Breast Cancer O 1 have never had a pariod
O My Treatment O Under age 10
© Rewiew your Health Histary () 1
Omn
O 12
O 13
O 14
O 15
O 18
O 17+

O 1don't know /I can't remember

Have you ever taken birth control pills {oral contraceptives) for one month or
longer?

O Mo

TV wme T oead hivba cmmbeal mille im Fle sk

Porwered by
» cabBlG




HOW Module 1
My Health History

About Us

. HCo Using this website Privacy Policy Join H My Account

My Account | Contack s | Arrny of W Poeview Consent

en Study (HOW

(O army of women The Health o

LOWEIRYOMN

Module 2 Maodule 3

Abaut Me My Reproductive Health W My Health as of Taday My Breast Cancer My Treatment

O Enter your Health History My Health History

About Me
My Reproductive Health Have you ever been told by a health professional that you have any of
@ My Health History the following conditions?

o My Health as of Today
O My Breast Cancer

Another cancer { other than breast cancer) or leukemia?

O Mo
O vas

Type of cancer

O My Treatment
O Review your Health History

Date of diagnosis (mmfyyyy)

Arthritis, rheumatism, or other connective tissue disorder

O Mo

O ves
Type

Age at onset

Powerad by Glaucoma

» cabBlG O Mo

O vas




HOW Module 1
My Breast Cancer

About Us About HOw Using this Website Privacy Policy  Join

My Account

My Account | Contack L= | Arrny of

O army of women The Health of Women Study (HO

LOVEIANOM

Beview Consent

Module 2 Module 3

About Me My Reproductive Health My Health Hiztary My Health as of Today | My Breast Cancer | My Treatment

O Enter your Health History - Wy Breast Cancer

Abhout Me
My Reproductive Health Have you ever had breast cancer?
My Health History Oives
My Health as of Today O Mo
“ My Breast Cancer O'1 don't know/I'm not sure

< My Treatrment

. . . >
o Review vour Health Histary In what year were you first diagnosed with cancer?

L1 don't know/T'm not sure

What was the stage of your cancer at your diagnosis? LEARN MORE

O 1n situ (DCIS)

C stage I-111

) Stage IW (metastatic disease)
O 1 don't know/T'm not sure

How did your physician describe your cancer at diagnosis (check all that apply)?
LEARM MORE

Fovwared by
¥ cabBIG 1 1n situ (DCIS)

[ 1n situ (LCIS)
] puctal carcinoma (invasive or infiltrating)

—



HOW Module 1
My Treatment

About Us  About HOWY  Using this Website  Privacy Policy  Join H

Iy Account | Contact s | Arrny of

OQamyofwomen  The Health of Women Study (HOW
| Module1  Moduie2  Module3

About Me My Reproductive Health by Health Histony hiy Health az of Taday by Breast Cancer M

@ Enter your Health History My Treatment

About Me
My Reproductive Health Have you ever had any of the following?
My Health History ..surgery for breast cancer or prevention?
My Health as of Today ® Yes © No [Leam More]
My Breast Cancer Select all sites of past surgery:

© My Treatment [¥] Left breast

C Review your Health Histor .
¥ ¥ [¥] Left breast lumpeactomy / partial mastectomy

Year (YYYY): Month (if within the past 12 manths): More than 12 months ago -
7] Left breast re-excision
[T Left breast excisional biopsy
[[] Left breast mastectomy for diagnosed breast cancer (therapautic)
[F] Left breast mastectomy for prevention (prophylactic)

[7] Left breast sentinel lymph node biopsy

Save & Go Back Save & Remain on this page Save & Go Forward

Porwered by

@009 Armey of Women, Al rights reserved | Terms of Use | Privacy Policy | Contact Us | LovelSvon Army of Women
» cabBlG




Health of Women Study: Timeline

* August 2009: Focus group testing (1000)

— Test the informatics for bugs and ease of use
— Test the questions for understanding
— Determine ideal time/length of one module

e September 2009: Invite the current 300,000 AOW
members join HOW Study

— Phased launch

* October 2009: Officially launch cohort

— National media campaign
— Test data aggregation
— Validate information in subset of women



HOW Timeline

May 2009  August 2009 September 2009 October 2009  Spring 2010

Informatics
development with
caBIG® and Beta
Launch

Launch of Health of Womén
Cohort

Grow the AOW to one million and increase
minorities

Validation study



Moving Beyond The Cure!

The Love/Avon Army of Women needs YOU!

* Register yourself

* Encourage your family, friends and patients
to register

* Spread the word to researchers
e Submit your studies/questions

and...


http://www.armyofwomen.org

Coming Soon ....
A collaboration of the Dr. Susan

Love Research Foundation and
caBIG®

Health of Women
Study

Love/Avon Army of Women
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