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Colon Cancer and Lynch Syndrome:  A Family Affair
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By: Jessa Blount, Certified Genetic Counselor, Sentara Cancer Network

The first time I met ‘Stanley,’ he was only 26 years old and lying in a hospital bed after a biopsy. He was cracking jokes and trying to remain optimistic, even though his surgeon had told him the biopsy would probably confirm he had colon cancer. As a certified genetic counselor, I was there to review his family history and determine if his cancer was caused by a hereditary cancer syndrome. These syndromes are caused by an inherited gene mutation, which places family members with the mutation at higher risk for certain cancers. 
Within the family history, there are “red flags” a genetic counselor will look for. These include:

· Cancer diagnosed at an early age (colon or uterine cancer before 50) 

· Several generations on one side of the family affected by cancer 

· Multiple primary cancers in one individual (colon and uterine cancer or two separate colon cancers) 

· Ten or more colon polyps 

Three weeks after Stanley’s diagnosis of colon cancer, we sat down to discuss his genetic test results, which confirmed his cancer was due to a condition called Lynch Syndrome.  Most hereditary cancer syndromes are fairly rare, affecting approximately one in 200,000 individuals. Lynch Syndrome affects far more people, about one in every 400, and 2-3% of all colon and rectal cancers are caused by Lynch Syndrome. 
A person with Lynch Syndrome has up to an 80% lifetime risk of developing colon or rectal cancer. Women with Lynch also have a 25-60% lifetime risk of uterine cancer and a four to 12% lifetime risk of ovarian cancer. Men and women with Lynch also have an increased risk for cancers of the stomach, urinary tract and small bowel. It is important for patients to learn this information so they can take steps to prevent recurrent or future cancers.
In Stanley’s case, for instance, we recommended regular and frequent colon screenings for him and his affected family members to remove colon polyps and prevent rectal cancers. This is one of the guidelines recommended by the National Comprehensive Cancer Network (NCCN) for people with Lynch Syndrome. Most people with no symptoms or family history of colon cancer schedule their first colonoscopy screening at age 50. Lynch Syndrome moves up that schedule to 25.  

The NCCN guidelines also suggest that women with Lynch Syndrome consider a preventative hysterectomy.  If they choose to have children, they will often have their uterus and ovaries removed shortly after they are finished with childbearing. 

Some of my patients will become anxious or depressed, or even feel guilty, when they learn they have a hereditary cancer syndrome because of the implications for themselves and their children. In families with difficult relationship dynamics, anger and accusation may sometimes accompany the news and I help them navigate those feelings. I emphasize there is no “fault” in genetics.  It’s important to focus on the empowerment people gain from understanding the risks and taking preventive steps to avoid future cancers.

The Sentara Cancer Network, the Virginia-based program where I work, screens all patients diagnosed with colon cancer for Lynch Syndrome. A Sentara certified genetic counselor is also available to discuss genetic testing with individuals who have a personal or family history of other cancers beyond colon cancer, including testing for the BRCA1 and BRCA2 genes, which predispose women to breast and ovarian cancers. We try our best to arm patients with knowledge about their genetics so they can make informed decisions.  
Jessa Blount, MS, CGC, is a certified genetic counselor with the Sentara Cancer Network in Norfolk, VA.  
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