
pate in research studies, there are rarely 
enough in any given study to focus on this 
subset, and results to inform the treatment 
of young women are generally derived from 
findings among women of older age. In 
recent years, there have been an increas-
ing number of studies focused on young 
women, however there remains a great 
need for further research. The panel de-
cided to define “young women” as women 

under the age of 40 at breast cancer 
diagnosis, out of recognition that they may 
have specific issues including those related 
to fertility, genetics and psychosocial 
concerns that often deserve a different ap-
proach compared to older premenopausal 
and post-menopausal women. 

The major recommendations of BCY1 are 
presented on page 3. 

BCY2 is planned for November 2014 to 
update the guidelines based on new data.  
Stay tuned!

IN FALL 2012, BREAST CANCER CLINICIANS 
and researchers from several countries 
around the world met in Dublin, Ireland to 
develop guidelines for the care of young 
women with breast cancer.  Dr. Ann Partridge, 
Director of Dana-Farber’s Program for Young 
Women was privileged to serve as co-chair 
for this first International Conference on 
Breast Cancer in Young Women (BCY1).  
The panel reviewed the available evidence 

and deliberated about the best ways to 
care for young women from diagnosis 
through treatment, including treatment 
decision-making, and into survivorship 
and supportive care.  They also considered 
treatment options in lower and higher 
resource settings. The panel noted that 
the evidence base for treatment of young 
women with breast cancer is limited given 
that women aged younger than 40 at diag-
nosis represent fewer than 7% of women 
diagnosed with breast cancer in developed 
countries.  While young women do partici-
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Members of the Dana-Farber team, shown here during the provider 
panel at last year’s Forum for Young Women, contributed to recently 
published international guidelines.

A program
just for you

Established in 2005, Young and Strong, 

a Program for Young Women with Breast 

Cancer at Dana-Farber’s Susan F. Smith

Center for Women’s Cancers, provides 

comprehensive care and support to 

young women confronting the chal-

lenges of living with and beyond breast 

cancer. Our mission is to enhance care 

and education for patients and their 

families, as well as to advance under-

standing of the biology of breast cancer 

and the experience of the disease for 

younger women through ongoing re-

search focused on young women. More 

than 2,300 young women have been

enrolled to date.

For more information about Young & 

Strong, please contact Julie at  

617-632-3916, or visit our website, 

www.dana-farber.org/YoungWomen-

BreastCancer. You can also follow us on

Twitter @BCYoungWomen.



MANY YOUNG WOMEN WITH BREAST CANCER 
keep working or going to school during treatment. 
You may worry that it will be hard to keep up 
or take care of your family. You may depend 
on your job for money and health insurance or 
as a source of strength and distraction from 
thinking about breast cancer.

Whether you are able to keep working or 
going to school depends on many factors, such 
as your treatments, side effects from treat-
ment, your preferences, and the type of work 
you do or school you attend.

Each woman’s situation is different. Talk with 
your doctor about what to expect and whether 
or not you will be able to work or go to school 
through your treatment. If your workplace has 
a human resources department or your school 
has a student support or student life office, con-
sider speaking to them about your situation.

Telling people about your breast cancer di-
agnosis is tough in any situation. However, it’s 
particularly tricky in work and school settings. 
Some women keep the news to themselves for 
as long as possible, while others feel the need 
to speak up right away. You get to decide who 
you will tell, when you will tell them, and how 
much specific information you want to share. 
Some women choose to speak about their diag-
nosis only with a boss, supervisor, or teacher. 
Others spread the word freely to co-workers 
and classmates.

There are no hard-and-fast rules about how 
or when to talk about your diagnosis. It’s all 
up to you. Trust your feelings. Give yourself 
as much time as you need to gather your 
thoughts and figure out what you want to say.

When you’re ready, make a thoughtful plan 
for how you want to approach the process.
1.  Set up a time to talk with your boss and/

or teacher when you won’t be interrupted. 
Think about meeting somewhere outside  
the distractions of your regular work or 
school environment.

2.  Before you meet, decide how much informa-
tion you want to share. You may only want 
to talk about your diagnosis. You may want 
to share all the details of your treatment 
plan and other health issues that may come 
up. Wherever you land on this scale, it’s im-
portant to plan for this meeting in advance. 
Planning can keep you from saying more 
than you wanted to.

3.  Think about any accommodations you 
might need. If you don’t need anything 
specific right now, it’s perfectly fine to say 
so. Tell your boss or teacher that you don’t 
know what you’re going to need right now, 

but that you’ll check in with details as soon 
as you do know.
Discussions between a boss and employee 

are legally protected. This means that your 
work supervisor is not allowed to share your 
health information with anyone unless you  
say it’s OK.

This is not true for your co-workers. There 
are no laws to keep them from sharing 
information about your diagnosis with others. 
Because of this, you should think about how 
much you want people to know. You 
don’t have to share anything with 
them at all.

On the other hand, you might 
want to give people a chance to 
help out. Some women have been 
pleasantly surprised by the gener-
osity and support of their co-work-
ers and others around them. 

Policies and Procedures
If you do decide to talk about your 

breast cancer diagnosis at work, be 
sure to review your company’s poli-
cies carefully. Ask questions about 
medical leave and flex time, as well 
as short- and long-term disability 
benefits. If a co-worker has received 
accommodations (changes to work 
space, equipment, schedule, etc.) 
for a health issue in the past, ask 
for advice. Workplaces are required 
to provide some accommodations 
for anyone with a disability who 
needs them.

If you are in school, it may be helpful to let 
your teachers know what’s going on. Tell them 
that you may have to miss classes for medical 
appointments or during times when you are 
not feeling well. Talk with them about how to 
communicate in these situations, and see if 
they are willing to be flexible about your at-
tendance and assignments.

If you need accommodations at work or 
school, be sure to learn about the Americans 
with Disabilities Act (ADA) and the US Equal 
Employment Opportunity Commission (EEOC).
The ADA is the law that:
•  protects individuals from losing their jobs 

due to disability
•  sets guidelines for the work-related accom-

modations that employers must provide

The US EEOC is the organization that en-
forces the ADA. Federal law requires employers 
to provide “reasonable accommodations” for 
anyone who has a disability. According to the 

ADA, “cancer qualifies as a disability when the 
disease or its treatment hinders your ‘major 
life activities.’” Accommodations can vary 
greatly, depending on a person’s need. Some 
examples of accommodations include:
• time off for medical appointments
• time off to recover from treatment
•  short breaks during the work day to rest  

and recover
• an altered work schedule
• altered activities at work

You have Rights
Under the Americans with Disabilities Act 

(ADA), cancer can qualify as a disability on a 
case-by-case basis. Here is an example of a 
woman with breast cancer who would qualify 
for job protection under the act:

Following a lumpectomy, chemotherapy, 
and radiation, a computer sales representative 
experiences extreme fatigue for a few months. 
She continues to work during her treatment, but 
has to work longer hours to fit in little breaks to 
maintain her strength. The problem is that lon-
ger workdays make her feel even more exhaust-
ed when she gets home, and make it very hard 
for her to take care of herself and her family.

According to the ADA, this woman’s cancer 
would be considered a disability. It substantially 
limits her ability to do her job and take care of 
her family, both of which are “major life activities.”

Many companies offer disability pay for seri-
ously ill or injured employees. However, these 
plans often require an employee contribution 

Managing work and school during and after treatment

There are no hard-and-fast rules about how or 
when to talk about your diagnosis. Know your 
rights and trust your feelings.
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before the illness. If your employer offers a  
disability plan, talk to human resources about  
how it works.

Family Medical Leave Act (FMLA)
The Family Medical Leave Act (FMLA) of 1993 

protects the jobs of people diagnosed with cancer 
— in some companies. If you are protected by the 
FMLA, you can take up to 12 weeks of unpaid leave 
from work.*

The act allows employees with serious medical 
illnesses, such as breast cancer, to 
use this time as needed. For example, 
a worker could take one day off each 
week for a series of weeks, or take the 
full 12 weeks off at one time.

*It is important to know that not everyone 

qualifies for FMLA protection. Employers with 

fewer than 50 employees do not have to fol-

low FMLA regulations. Even within organiza-

tions that do have to comply, employees are 

required to meet specific criteria, including 

that the employee must have worked for the 

employer for at least 12 months prior to the 

FMLA request and worked more than 1,250 

hours in that calendar year.

For more information, contact  
Dana-Farber’s social work department 
at 617-632-3301.  

SPOTLIGHT: 
SoulMates

Receiving a breast cancer diagnosis can leave 
patients of all ages feeling overwhelmed and  
frightened. The mission of the SoulMates program 
is to match individuals with new breast cancer 
diagnoses with a survivor who will use her own 
experience to provide guidance and support. 
Realizing that each patient has different needs, 
peer mentors will follow the lead of patients: being 
active listeners, answering questions, directing the 
patient to resources and providing comfort. 

Volunteer! 
We need you to make this program a success! 

Volunteers will join a network of peers who have 
already experienced a breast cancer diagnosis 
and treatment, and provide insight and support to 
women who are experiencing a new diagnosis. Contact 
Julie at 617-632-3916 or JLonardo@partners.org. 

General recommendations
1.  The care of all young patients with breast cancer should be discussed within a multidisciplinary team 

before any treatment decision-making. 

2.  In view of the many specific aspects related to young age, personalized psychosocial support, 
counseling on genetic predisposition and fertility are highly recommended as part of the individual 
treatment planning. 

3.  Young age by itself should not be the reason to prescribe more aggressive therapy than general rec-
ommendations. Choice of treatment should include but not be limited to the extensive biological char-
acteristics of the tumor, tumor stage, menopausal status, and patient’s comorbidities and preferences. 

4.  Diagnosis, imaging and staging in young women should follow standard algorithms consistent with 
those of older women. Additional consideration may be given to ultrasound or breast MRI in young 
women particularly in the setting of very dense breast tissue or consideration of a genetic predisposi-
tion to the disease. 

5.  All young women should be counseled about the risks and associated symptoms and outcomes of 
treatment-related amenorrhea and premature menopause before the onset of systemic therapy and 
referred for special counseling/consultation if interested in fertility preservation. 

Partridge AH, Pagani O, Abulkhair O, Aebi S, Amant F, Azim HA Jr, Costa A, Delaloge S, Freilich G, Gentilini OD, Harbeck 
N, Kelly CM, Loibl S, Meirow D, Peccatori F, Kaufmann B, Cardoso F. First international consensus guidelines for breast 
cancer in young women (BCY1). Breast. 2014 Apr 23. doi: 10.1016/j.breast.2014.03.011. [Epub ahead of print]

CONTINUED FROM  PAGE 1

ResearchUPDATE

The Young Women’s Breast Cancer Study continues to grow tremendously with more than 1,100 
women diagnosed with breast cancer at age ≤40 participating and recruitment still active. 

By completing surveys, providing blood samples and granting permission for our staff  
to collect a tumor sample, medical records and evaluate genetic data, participants have  
provided a wealth of information which we hope will help doctors develop more effective,  
personalized care for young women in the future. 

Two recent publications from the study are summarized below. Because every woman is  
different, these findings may not reflect your personal experience.  When making health  
care decisions, please consult your provider. We are grateful for the continued participation  
of all women in the cohort and look forward to sharing additional research findings in  
future newsletters.

Fertility Concerns 
Many young women with breast cancer harbor fertility concerns, for some these impact 

their treatment decisions.  About two-thirds of women said they discussed fertility issues 
with their doctor before treatment. While at the time of decision making about treatment, 51% 
of women were at least a little concerned about their fertility, only a minority of women (10%) 
pursued available fertility preservation strategies.  

Ruddy, KJ, Gelber, S, Tamimi, RM, Ginsberg, ES, Schapira, L, Come, S, Borges, VF, Meyer, ME, Partridge, AH. 

(2014) Prospective study of fertility concerns and preservation strategies in young women with breast 

cancer. J Clin Oncol, 32(11):1151-6.

Sexual Functioning 
Young women who receive chemotherapy are at risk for sexual functioning problems early 

in the survivorship period, an effect that appears largely driven by vaginal dryness and vaginal 
pain, poor body image, and fatigue. Strategies to help these women include non-hormonal 
vaginal lubricants and moisturizers as well as couple and individual-based therapy that can 
help women and their partners communicate and better cope with these issues.  

Rosenberg, SM, Tamimi, RM, Gelber S, Ruddy, KJ, Bober, S, Kereakoglow, S, Borges, VF, Come, SE, Schapira, 

L, Partridge, AH (2014). Treatment-related amenorrhea and sexual functioning in young breast cancer survivors. 

Cancer, 120(15), 2264-2271.

Helping Ourselves Helping Others:  
The Young Women’s Breast Cancer Study Update

New Guidelines
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Upcoming events

Support and education
Young Women’s Telephone Support Group
Irene Goss-Werner, MSW, LICSW
For young women looking to connect with others who understand the impact of living with 
and beyond breast cancer. Sessions offered year-round. For more information, please con-
tact Julie at 617-632-3916 or JLonardo@partners.org.

Facing Forward
Julie Salinger, LICSW
For patients who will complete treatment for breast cancer in 4-6 weeks or those who have 
completed treatment within the last 3-4 months. Sessions offered year-round. For more 
information, call Julie Salinger at 617-582-8081.

Inflammatory Breast Cancer Support Group
Julie Salinger, LICSW | Monthly, 2-3:30pm
This group provides a safe, supportive environment to share experiences and build  
relationships with others with inflammatory breast cancer. For more information, please 
call Julie Salinger at 617-582-8081.

Metastatic Breast Cancer Support Group
Liz Farrell, LICSW, and Fremonta Meyer, MD | Monthly, 11-12:30pm
For women of all ages with metastatic breast cancer. For more information or to register, 
please call Liz Farrell at 617-632-5606.

Breast Cancer in Younger Women: A Forum for Patients and Survivors
Friday, October 17, 2014 | Joseph B. Martin Conference Center, Harvard Medical School
Don’t miss the Annual Young Women’s Forum! This full-day event includes a Patient and Survivor 
panel, an Ask The Experts panel including many of Dana-Farber/Brigham and Women’s Cancer 
Center’s most prominent providers, and small group sessions with our Breast Oncology social 
workers. For a detailed agenda and to register, visit www.DFBWCC.org/BreastCancerForum.

Sexual Health and Intimacy: Couples Workshop
Sharon Bober, PhD | Wednesday, November 5, 2014, 5:30–7pm
Join Dr. Bober as she discusses common challenges after treatment, including decreased 
sexual desire, body image concerns, menopausal symptoms, and communication difficulties 
with your partner. To register, contact Julie at 617-632-3916 or JLonardo@partners.org.

ADDITIONAL RESOURCES  
AND INFORMATION

Susan G. Komen  
for the Cure
www.komen.org

Young Survival
Coalition
www.youngsurvival.org

Living Beyond
Breast Cancer
www.lbbc.org

LIVESTRONG
Fertility
www.livestrong.org

Bright Pink
www.brightpink.org

FORCE
www.facingourrisk.org

Susan G. Komen for the Cure is the world’s largest 

grassroots network of breast cancer survivors and 

activists working together to save lives.

The Young Survival Coalition (YSC) is an international, 

nonprofit network of breast cancer survivors and 

supporters dedicated to the issues unique to young 

women with breast cancer.

Living Beyond Breast Cancer (LBBC) is a national 

organization whose goal is to improve quality of life 

and help women in their recovery or management of 

the disease.

LIVESTRONG Fertility, a program of the LIVESTRONG 

Foundation, provides information and support to  

cancer patients and survivors whose medical  

treatments present the risk of infertility.

Bright Pink is the only national non-profit organiza-

tion focusing on the prevention and early detection 

of breast and ovarian cancer in young women, while 

providing support for high-risk individuals.

Facing Our Risk of Cancer Empowered (FORCE) is  

the only national nonprofit organization devoted 

to hereditary breast and ovarian cancer. Programs 

serve anyone with a BRCA mutation or a family  

history of cancer.

What To Do When Survivorship Is New
Blum Patient and Family Resource Center. Yawkey Center Lobby, 1st Floor

An educational seminar for adult cancer patients and their family and friends who have  
recently finished treatment. Registration is appreciated but not required. If you are interested 
in participating or have questions, please contact the Adult Survivorship Program at  
617 632-4523 or dfci_adultsurvivors@dfci.harvard.edu.

Friday, October 10: 11:00am-12:00pm 
Monday, November 3:                   12:00-1:00pm 
Monday, December 8:                    12:00-1:00pm

2014 Survivorship Education
Friday, Oct 10, 12:00-1:30pm         Nutrition and Wellness for Cancer Survivorship with  
 Stacy Kennedy 
Monday, Nov 3, 10:30-12:00pm    Coping with the Holidays
Monday, Dec 8, 10:30-12:00pm    Healthy Habits and Setting Goals for 2015 

A monthly program focused on techniques and tools to help you adjust to post-treatment 
life. Registration is appreciated. Contact the Adult Survivorship Program at 617-632-4523 or 
DFCI_AdultSurvivors@dfci.harvard.edu.

Young and Strong® is a registered trademark of Dana-Farber Cancer Institute, Inc. 
Copyright © 2014 Dana-Farber Cancer Institute, Inc. 
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