
 

Young Survival Coalition 
& 

Health of Women (HOW) Research Study  
 

 
What is the Health of Women Study? 
The Health of Women study is the first-ever international, online study of breast cancer to be conducted by 
the Dr. Susan Love Research Foundation (DSLRF) in collaboration with City of Hope Comprehensive 
Cancer Center. It will track hundreds of thousands of women (and men either diagnosed with breast cancer 
or at high risk) over time with the goal of identifying new risk factors for and potential causes of breast 
cancer. It will also examine women and men with breast cancer, including those living with metastatic 
disease, to identify factors that are linked to long-term survival and the impact of treatments on their lives.  
 
What does “the cost of the cure” mean? 
The side effects of breast cancer treatments are wide-ranging, often debilitating and generally overlooked or 
ignored by the medical community. The price of being treated for breast cancer, though often effective at 
keeping the disease at bay and prolonging life, is physically, emotionally and financially taxing. 
 
Who can participate?  
Any woman aged 18 or older can participate. All you need is an email address and internet access via 
either a computer or mobile device. The overall goal is to enroll 200,000 people in the study, of which 
50,000 will be breast cancer survivors. Young Survival Coalition (YSC) eagerly accepted Dr. Love’s offer to 
partner on this study to ensure that young women — both those who have not been affected and those who 
have been diagnosed with breast cancer — are adequately represented in this research project.  
 
Why is YSC involved? 
Acknowledging that the “collateral damage” of cancer treatment can have a longer and more dire impact on 
the lives of young breast cancer survivors, Dr. Love sought out a partnership with Young Survival Coalition, 
the oldest, largest and most influential national nonprofit for young women diagnosed with breast cancer. 
The Dr. Love/YSC partnership has three goals: 

1) Secure young women affected by breast cancer as participants in the study and ensure they are 
appropriately represented in the study 

2) Encourage YSC constituents and others to spread the word and engage a robust number of 
“healthy” (non-survivor) young women to sign up for the study (these individuals will serve as the 
Control Group) 

3) Enlist survivors to help to determine the questions for the study 
 

What is YSC trying to accomplish?  
To secure appropriate representation of young women affected by breast cancer in this research project, 
YSC wants to make certain that a high percentage of breast cancer survivors surveyed are women who 
received a diagnosis at age 40 or younger regardless of their current age now. When you sign up for the 
study at www.questionthecure.org, please be sure to choose “YSC” in the dropdown!  
 
How will YSC collect questions from our constituency? 
YSC has set up a forum in our online community boards to collect questions from young survivors and then 

share with Dr. Love. Please join the conversation here:  

http://community.youngsurvival.org/index.php?/forum/78-be-a-part-of-history-join-the-how-study/ 

Why do you want both people diagnosed with breast cancer AND those who are cancer free? 
The study needs women who have never had breast cancer and those who have, as well as women with 
breast cancer who have had recurrences and those who have not. Women of all ethnicities, sexual 

http://www.questionthecure.org/
http://community.youngsurvival.org/index.php?/forum/78-be-a-part-of-history-join-the-how-study/


 

orientations, ages and occupations are needed. Only by studying a large group of diverse women will they 
find the answers that will apply to everyone. Women who have not been diagnosed will be used as a control 
group for the study, which is why it’s important for us to recruit healthy women as well as survivors.  
 
Can men join the study? 
Men can join the HOW Study if they have been diagnosed with breast cancer or are at high risk for breast 
cancer. There are probably some important clues to what causes breast cancer that can be uncovered by 
studying men with the disease. 
 
Why is this study different from others out there? 
Rather than use the traditional research approaches, this study will harness the power of the internet to 
create a new and potentially more effective way to conduct research on breast cancer. The goal is to create 
the first-ever, online cohort study designed to examine causes, treatment and prevention of breast cancer 
while investigating the price of the current treatments to our bodies, minds and emotions. 
 
How will the questions for the study be determined? 
This will be the first study questionnaire developed by the patients who are experiencing the problems not 
by researchers and physicians. With a rollout for the study planned in 2014, the first phase encompasses 
asking ALL breast cancer survivors to submit potential questions surrounding side effects experienced (or of 
concern to them) from their surgical, radiation, hormonal, chemotherapy and/or targeted therapies. The goal 
is to document what breast cancer survivors ARE experiencing rather than just what the doctors THINK 
they are experiencing. 
 
What are examples of questions that could be submitted? 
“Is it normal to keep forgetting things that were so easy to remember before my breast cancer?”   
“Will the numbness in my toes ever go away?”   
“Is it normal for a 32-year-old woman to have joint pain?” 
“Has anyone had pelvic cramps on Tamoxifen?” 
 
What will participants be asked to do? 
As a member of the HOW Study, you will be asked to complete a series of online questionnaires that focus 
on topics such as reproductive health, family history, diet and exercise among others. New questionnaires 
will be available every few months, and you will receive an email announcing each new questionnaire. 
Simply log in to your HOW account (online and/or mobile) when a new questionnaire is available to 
complete it.  
 
How long does it last? 
This is a longitudinal study, which involves tracking the same variables (i.e. lifestyles, environmental 
exposures, family history and other potential causes of breast cancer) over a period of time. While we hope 
participants will remain committed to providing this critical data over time to generate the most accurate 
results possible, one can opt out of the study at any point. Additional details can be found on the study’s 
Q&A web page.  
 
How will my privacy be protected? 
The Dr. Susan Love Research Foundation, in collaboration with City of Hope Comprehensive Cancer 
Center, considers it their utmost responsibility to safeguard privacy and will not share identifiable research 
data with any individual or organization without explicit permission. This means that no organization outside 
of the Dr. Susan Love Research Foundation will be able to access your health and personal identifying 
information, such as your name, email address, mailing address or telephone number. For more details see 
the privacy and consent statement.  
 
 

https://www.healthofwomenstudy.org/FAQ.aspx
https://www.healthofwomenstudy.org/privacyandconsent.aspx

