Hereditary Cancer Services

Suzanne M. Mahon RN DNSc AOCN® APNG

Services for persons with a hereditary risk for cancer continue to grow at Saint Louis University Cancer Center. Thanks to the continued generosity of the Missouri Foundation for Health and the St. Louis Affiliate of the Susan G. Komen  for the Cure, more than 174 new families and 92 established families were able to receive education and counseling about hereditary risk and genetic testing during the past year.
	Parameter
	Number

	New Families
	174

	Number of Individuals
	449

	Number of Visits
	528

	Type of syndrome

· Breast/ovarian

· Familial polyposis Colon cancer

· Nonpolyposis colon cancer

· Cowden disease

· Melanoma

· Unusual syndromes
	108

    5

  32

    8

    9

  12

	Source of Referral

· SLUCare

· Community providers

· Self-referred
	  38

  89

  47

	Referrals to Research Studies
	  29



All of these families had a comprehensive cancer risk assessment completed.  This included information regarding individual risks for developing cancer and risks of having a cancer predisposition gene.  Family histories suggestive of hereditary predisposition include the following:

· Families are at risk when several close relatives have cancers such as breast, colon, ovarian, or malignant melanoma cancers. Members of these families may have one type of these cancers or a combination of these cancers.

· Families are at risk when cancer affects several siblings. Families also are at higher risk when there are multiple cases of a cancer across generations.

· Families are at risk when there is a history of developing malignancy 15 to 20 years earlier than expected.

· Families are at risk when individuals have more than one type of cancer. For example, an individual who is diagnosed with breast cancer at age 35 and ovarian cancer at age 55.

Once risk profiles were interpreted these individuals and families received comprehensive education regarding the potential risks, benefits, and limitations of genetic testing, as well as information about recommended screening and prevention measures including prophylactic surgery.


Intensive education and counseling is the most effective way to help these individuals and families to understand their risk for developing a particular cancer and how to reduce that risk and detect cancers early when they are most easily treated. It usually takes several sessions lasting an hour or more to understand what happens during genetic testing and to obtain enough information to make a good decision regarding testing.


Testing for genetic changes associated with hereditary risk for breast and ovarian cancer, as well as some colorectal cancers and melanoma is now readily and commercially available. Individuals who test positive for one of these defective genes often have over a 90 percent chance of developing one of these malignancies. Testing for other hereditary cancer syndromes will undoubtedly become available in the not too distant future. Some of the families with unusual syndromes enrolled in research studies and two families were referred to the National Institutes of Health for special evaluation because an unusual syndrome was identified at Saint Louis University Cancer Center.  Their follow-up care is now managed through the Cancer Center.

Genetic testing is a very personal decision and often emotionally difficult for families. These families and individuals need intensive psychosocial support and encouragement. Patients need to be educated on the benefits of testing which include relief for those who test negative and for those that test positive the ability to make good choices regarding cancer prevention, including preventive surgery (such as a prophylactic mastectomy to prevent breast cancer) and how to best detect the cancer early. Individuals also need to understand the risks associated with genetic testing including psychological distress upon learning there is a very high risk of developing cancer, loss of privacy, job discrimination and potential insurance discrimination. If testing is chosen, individuals may require counseling after testing to understand the results and provide further recommendations and emotional support. 


All of these services are available to members of the community through the Saint Louis University Cancer Center. Thanks to funding from the Missouri Foundation for Health and the St. Louis Affiliate of Susan G. Komen for the Cure, education and counseling services are provided without cost to patients by Dr. Suzanne Mahon. This truly makes this service accessible to anyone who would benefit from education and counseling. For those who are uninsured, underinsured or lack the financial resources to pay for genetic testing, financial assistance is available. 

During the year, Dr. Mahon also provided 5 lectures to 75 health professionals and 12 lectures in the community to 543 persons.  She is available to health professionals and community groups to provide education on cancer genetics and cancer risk assessment. For more information or to schedule an appointment or lecture, please contact Dr. Mahon at 314-577-8854.

