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I was clueless, dangerously clueless:

I never knew that breast and ovarian cancer were related.

I never knew that BRCA, the “breast cancer gene,” could lead to a stunning 87% risk of breast cancer.  

I never knew that BRCA created risk for so many cancers other than breast cancer.

I never knew that men carry the BRCA gene as well, so that even though my grandmothers and all their sisters, aunts, and cousins had no sign of breast cancer, I didn’t know to look to my father’s or grandfathers’ families to understand my risk.  I thought I was safe.

I didn’t know that because I am Jewish and my mother died from ovarian cancer that I am a classic example of a woman at risk for breast cancer.

I didn’t know that advance warning could give me options for early detection or even prevention.

I never knew I could find out my risk with a simple blood test.

---  

It’s hard to imagine that a story as simple as BRCA is not already known to all men and women at risk, and known to their doctors as well.  It’s such an easy story to understand, such an easy story to tell.

Here is the simple story I wish someone had told me — maybe one of my primary care doctors or one of my many OB-Gyn doctors over the years, maybe a friend or a family member.  Here is the story I wish I had discovered on my own, much earlier than I did — so I could have avoided cancer, avoided chemotherapy, and avoided a lifetime of worry about recurrence. Here is the story I wish I had known earlier, so I could have reduced my risk before I ever had cancer. 
BRCA Basics:  The Simple Story
While scientists and researchers explore the complexities of the ways genes lead to cancer, the basic information an individual concerned about genetic cancer risk most needs to know is quite simple and straightforward. The consequences are far-reaching for those who find out they are at high risk, but there actually are only a few essential facts to understand.  

Here is the simple story for those concerned for themselves or for friends and family.  It is a story that doctors and health care professionals can easily tell to educate their patients.  It is simple information that can save lives.  

Understanding BRCA Cancer Risk — One BREATH IN
1. One in Ten.  One in ten women who will develop breast and ovarian cancers are born with a gene that can alert them to their risk ahead of time.
2. BRCA.  The majority of genetic breast and ovarian cancers are caused by mutations on either of the two BRCA genes (named for “BReast CAncer” even though we now know they lead to other cancers as well). These genes are named, unceremoniously, BRCA1 and BRCA2.
3. Risk.  Both women and men are at risk from BRCA mutations, although the risk to women is much higher.  It is important to know that the risk to women is extremely high — BRCA mutations are very likely to lead to cancer in women at some point in their lifetimes. Women with BRCA mutations have up to an 87% lifetime risk for breast cancer, a 27 - 63% lifetime risk for ovarian cancer, and a slight increase in risk for pancreatic cancer and melanoma as well.

4. Everyone.  Everyone carries BRCA genes, men as well as women.  BRCA mutations in men cause a slight increase in risk for male breast cancer, up to a 39% risk of prostate cancer, and slight increases in risk for pancreatic cancer and melanoma. Mutations in the BRCA2 gene carry higher risks for men than mutations in BRCA1.
Because the BRCA cancer risk for men is so much lower than for women, men with BRCA mutations may never get cancer, but they can still pass the gene mutations on to their sons and daughters.  If there are lines of the family with mostly men and very few women, the cancer risk in the family may not be visible.  A BRCA gene mutation may travel harmlessly through the men in the family for generations and may only show up when it gets to a woman.

5. Age.  BRCA-related cancers can begin much earlier than typical sporadic or random cancers, but the risk continues through each decade of life. While BRCA cancers can first appear when individuals are still in their 20’s or 30’s, they can occur anytime — including when individuals are in their 60’s, or 70’s, or later.  
6. Testing.  There is a simple blood test to find out if you carry a BRCA mutation.  

7. How to Get Tested: Individuals can get genetic testing through their doctors or through genetic counselors. Direct-to-consumer genetic testing services such as 23andMe offer BRCA testing for the three “Founder Mutations,” for individuals who already know one of these mutations is the one most likely to run in their family. No matter who orders the test, all BRCA tests in the U.S. are sent to Myriad Labs in Salt Lake City for analysis, as Myriad holds the patent on the test. Most health insurance covers the cost if you are likely to be at risk, and financial assistance is available from Myriad Labs and elsewhere for those who need it.  

8. Indicators. Four criteria indicate genetic testing could be beneficial: 

A. The “More Than One” Rule:  Multiple BRCA-related cancers, either in one individual or within the same line of the family (e.g., melanoma, breast, ovarian, pancreatic, or prostate cancers) 

B. Breast or ovarian cancer in the family at a younger age than expected, before age 50  
C. Male breast cancer in the family

D. Being Ashkenazi Jewish and having even one relative with a BRCA-related cancer in your close family (as one in 40 Ashkenazi Jewish men and women carry a BRCA mutation.  They do not have a higher risk of cancer — they simply have more of the kind of cancer that comes with an early warning system).

If you meet any of these initial criteria, or if you come from a family with very few women or where the medical history is unknown, talk with your doctor or genetic counselor to help you understand if you should be tested.  Choose a professional who is knowledgeable about genetic breast and ovarian cancer and genetic testing.  

9. Next Steps — Screening and Prevention (for Yourself and Your Family).  If you find out you are positive for a high-risk BRCA mutation, increased screening can help you catch cancer early. There are also options for hormone therapy and even surgical prevention, which are much more invasive but can dramatically increase your chances for preventing cancer.  Your next step should be to talk with a genetic counselor or doctor who understands cancer genetics to learn as much as you can about the risks you face; to learn your options for screening and prevention; and to learn the potential risks for others in your family and how to share your information with them. You face a challenging and emotional journey ahead, but you are lucky to have advance warning about cancer risk that most people never have. This early knowledge can help you with early detection and even prevention.
More and more individuals are learning their genetic risk for cancer, so there are a growing number of support groups, resources, and online communities.  A wealth of practical information and emotional support is available to you.

These are the” BRCA Basics,” the simple story I wish I had known.
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