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Welcome to the first edition of the Young Survival Coalition (YSC) ResourceLink Guidebook.

If you are living with breast cancer, you are not alone. While breast cancer in young women accounts for a small percentage
of all breast cancer cases, the impact of this disease is widespread: There are more than 250,000 women in the U.S. who
were diagnosed with breast cancer at the age of 40 or under, and over 11,100 young women will be diagnosed in the next
year. Despite all this:

= Many young women and their doctors are unaware that they are at risk for breast cancer.

e There is no effective breast cancer screening tool for women 40 and under.

= Young women are often diagnosed at a later stage than their older counterparts.

= There is very little research or educational material focused on issues unique to this younger population, such as
fertility, pregnancy, genetic predisposition, the impact of hormonal status on the effectiveness of treatment,
psycho-social and long-term survivorship issues, and higher mortality rates for young women, particularly for
African Americans and Latinas.

e Young women diagnosed with breast cancer often feel isolated and have little contact with peers who can relate to
what they are experiencing.

< As the incidence of young women with breast cancer is much lower than in older women, young women are
underrepresented in many research studies.

For these reasons the YSC encourages young women to become advocates for their own health and become educated about
breast cancer. This Guidebook is meant to be a tool for young women, their supporters and healthcare professionals to
access important information and resources.

In the pages of this Guidebook, you will find information and resources for young women affected by breast cancer, about
young women affected by breast cancer, and those created by young women affected by breast cancer. But, do know that
this book is also an incredible resource for all women who are diagnosed with breast cancer, and not just young women.

We created this Guidebook in the hopes that it will become your lifeline to all the resources, support, programs, educational
services, treatment information and more that you need to navigate the continuum of your breast cancer experience—from
diagnosis, treatment and post treatment to long-term survivorship.

Here you will find:
< Local and national resources specifically for young women living with breast cancer from the YSC and other organizations.

= Local, statewide and national financial assistance resources for detection, diagnostic tests and treatment for breast cancer
for those who are uninsured or underinsured.

< Alist of over 450 breast cancer support groups either specific to young women or to special populations or a general
breast cancer population where young women are significantly represented.

= Personal stories written by young women affected by breast cancer.

These pages bring to you a community of young women affected by breast cancer, so you have a place to turn and know that
you are NOT alone.

We hope you will find this book to be as useful a resource as we do. And, as this book is the first edition of the ResourceLink
Guidebook, we welcome your feedback as we begin to embark on the second edition. Please feel free to send us your
comments and let us know if you can’t find what you need. Contact us at ResourceLink@youngsurvival.org or (877) YSC-1011.
Thank you for taking the time to help the YSC help those who need us most—young women affected by breast cancer.

Our warmest regards,
Roberta Levy Schwartz Michele Przypyszny
President, Board of Directors CEO
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YSC Mission Statement

The Young Survival Coalition (YSC) is the only international, non-profit network of breast cancer survivors and supporters
dedicated to the concerns and issues that are unique to young women and breast cancer. Through action, advocacy and

awareness, the YSC seeks to educate the medical, research, breast cancer and legislative communities and to persuade

them to address breast cancer in women 40 and under. The YSC also serves as a point of contact for young women living
with breast cancer.

YSC Background

The YSC was founded by three young breast cancer survivors in 1998. All under the age of 35 at diagnosis,
they were discouraged by the lack of information and resources available to young women and were concerned about the
under-representation of young women in breast cancer studies.

Unlike their post-menopausal counterparts, young women diagnosed with breast cancer face higher mortality rates,
fertility issues and the possibility and ramifications of early menopause. The YSC seeks to change the face of breast can-
cer by advocating to increase the number of studies about young women and breast cancer and being a point of contact
for other young women with breast cancer.

“*Young women don’t get breast cancer’ is a refrain we hear frequently,” says Roberta Levy Schwartz, president of the
YSC. “Yet, here we are, right in front of the medical and research communities representing the global voice of all young
women living with breast cancer. If they begin studying breast cancer in young women, they may unlock the key to why all
women are diagnosed with this deadly disease.”

Today, the YSC is a growing international group of thousands of survivors and supporters. The YSC is based in New York
City and has eight affiliates and six community volunteer groups in the U.S. and countless volunteers across the country
and abroad.

Disclaimer:

This information is designed for educational, informational and community purposes only as a resource to young women and the people in their
lives who are affected by breast cancer. For answers to specific health care questions or concerns, you should consult your health care provider,
as treatment for each patient varies with individual circumstances. The content is not intended in any way to be a substitute for professional
counseling or medical advice. You should not rely upon information found in this publication without seeking the advice of a qualified healthcare
provider. The YSC does not endorse, recommend, or make any warranties or representations regarding any of the materials, products or
information provided by organizations referred to in this guidebook.

Conditions of use:

The YSC ResourceLink Guidebook is copyrighted by the YSC and is the exclusive proprety of the YSC, all rights reserved. Portions of the YSC
ResourceLink Guidebook may be photocopied for non-commercial use, exclusive of republication. To receive permission to reprint or reproduce
any portion of this Guidebook for any other purpose please contact, ResourceLink@youngsurvival.org or (877) YSC-1011.






