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Updated Genetic Screening Guidelines Published by National
Comprehensive Cancer Network Feature Emerging Evidence on
Personalized Medicine

Newly updated and expanded NCCN Guidelines for Genetic/Familial High-Risk Assessment:
Breast, Ovarian, and Pancreatic clarify who should be tested for cancer-causing genetic
mutations.

Experts caution about risks of direct-to-consumer genetic testing and stress the importance of
genetic counseling.

PLYMOUTH MEETING, PA [December 4, 2019] — The National
Comprehensive Cancer Network® (NCCN®) today announced
publication of the newest genetic risk assessment recommendations
for breast, ovarian and pancreatic cancers. The NCCN Clinical
Practice Guidelines in Oncology (NCCN Guidelines®) for
Genetic/Familial High-Risk Assessment: Breast, Ovarian, and
Pancreatic Version 1.2020 contains several updates—including new
and expanded sections on risk assessment and management related
to three major cancer types—while also maintaining a more
conservative approach toward testing practices where the evidence
is still lacking. In the rapidly-moving field of cancer care and genetics,
NCCN Guidelines® synthesize the latest evidence and expert consensus to ensure
recommendations are firmly supported by quality research, in order to establish best
management paradigms that improve outcomes for people with cancer.

“These guidelines are as inclusive as possible, wherever there’s strong, unbiased evidence to
back up our recommendations,” said Mary B. Daly, MD, PhD, FACP, Fox Chase Cancer
Center, Chair of the NCCN Guidelines Panel for Genetic/Familial High-Risk Assessment:
Breast, Ovarian, and Pancreatic. “The guidelines include genes that have been found to
increase cancer-susceptibility. These NCCN Guidelines still have a strong focus on BRCA1 and 2
mutations, but also now include other high and moderate penetrance genes associated with
breast, ovarian, and pancreatic cancer. We continuously review any new data on genes that
might increase a person’s risk of getting cancer or impact the effectiveness of their treatment.”

The updated guidelines are concentrated around simplified criteria to clarify the genetic testing
process. For example, in a newly-added guide for individuals of Ashkenazi Jewish ancestry who
have not been diagnosed with cancer, genetic testing may be offered for the three Ashkenazi
Jewish founder mutations in the context of a long-term research study, regardless of family
history. These individuals should be encouraged to consult with a cancer genetics professional.
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The NCCN Guidelines for Genetic/Familial High-Risk Assessment are organized by both disease
and syndrome type, and also now include streamlined information on appropriate subsequent
steps for persons who meet criteria for genetic testing. The panel acknowledges that genetic
mutations can impact the approach to cancer treatment, and the guidelines now state that testing
may be clinically indicated if it will aid in systemic therapy decision-making.

“Genetic testing is becoming increasingly utilized in oncology because of its potential to impact
surgical decisions and chemotherapy,” explained Robert Pilarski, MS, LGC; MSW, Licensed
Genetic Counselor, Professor, Clinical Internal Medicine, The Ohio State University
Comprehensive Cancer Center, Vice-Chair of the NCCN Guidelines Panel for
Genetic/Familial High-Risk Assessment: Breast, Ovarian, and Pancreatic. “At the same time,
the complexity of this testing is increasing, with a growing number of genes and tests available, a
limited understanding of the management implications of some of the newer genes, and even
uncertainty over the implications of mutations in well-established genes in some situations (for
example in a condition known as ‘mosaicism,’ in which the mutation is not present in all of the
cells of the body). Because of this, the NCCN Guidelines continue to highlight the critical
importance of genetic counseling for patients prior to undergoing genetic testing to ensure that
patients are fully informed of the test implications.”

Pilarski also offered an important word of caution about the potential risks from direct-to-
consumer genetic testing: “More and more patients are presenting to clinic having already had
themselves tested through direct-to-consumer labs. Providers need to be aware that the tests
offered by many of these labs are not equivalent to traditional genetic testing, and the results may
need to be confirmed in another laboratory before being used for clinical care.”

The guidelines recommend all pancreatic cancer patients get genetic testing, and the recent
update now includes more information about which genes are associated with pancreatic cancer
recommendations. Genetic testing in pancreatic cancer can help determine which treatments
would be most effective (e.g. PARP inhibitors) and if family members would benefit from
screening and preventive action.

“There’s been an explosion of recent data showing that roughly 4-10% of individuals with
pancreatic cancer harbor inherited genetic mutations, including BRCAL, BRCA2, ATM, the Lynch
syndrome genes, and others,” said Matthew B. Yurgelun, MD, Dana-Farber/Brigham and
Women’s Cancer Center, Member of the NCCN Guidelines Panel for Genetic/Familial High-
Risk Assessment: Breast, Ovarian, and Pancreatic. “Such data have, surprisingly, shown that
classic ‘high-risk’ features of inherited cancer risk (e.g. young age at diagnosis, strong family
histories of cancer) are often absent in individuals with pancreatic cancer who carry these
mutations. Based off of these data, there is now a compelling reason for all individuals with
pancreatic cancer to be offered genetic counseling and germline testing for such variants—
particularly given the possibility that their at-risk family members could greatly benefit from
known, effective cancer risk-reducing interventions (e.g. surgical removal of the ovaries for
female BRCA1/2 mutation carriers). Emerging data have also begun to suggest possible benefits
to pancreatic cancer screening in select high-risk individuals who harbor such mutations. These
new guidelines address many of the important nuances and limitations of this exciting and rapidly
evolving body of literature.”

The NCCN Guidelines for Genetic/Familial High-Risk Assessment are created and maintained by
an interdisciplinary panel of experts from the alliance of 28 leading cancer centers that comprise
NCCN. NCCN panels also include patients and advocates to make sure treatment
recommendations meet the needs of people with cancer and their caregivers.

“Participating on the NCCN panel allows FORCE to share the real-world experiences of patients
making complex, and often agonizing medical decisions about hereditary cancer treatment and
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risk management,” said Sue Friedman, DVM, Executive Director, Facing Our Risk of Cancer
Empowered (EORCE), Member of the NCCN Guidelines Panel for Genetic/Familial High-
Risk Assessment: Breast, Ovarian, and Pancreatic. “As an advocacy organization for people
and families affected by hereditary cancer, we see the importance of having standardized
guidelines. These guidelines are a critical piece of informed decision-making; we frequently direct
our community to NCCN for up-to-date, clear, and credible information developed by experts in
the field.”

NCCN Guidelines are the recognized standard for clinical policy in cancer care and are the most
thorough and frequently updated clinical practice guidelines available in any area of medicine.
The intent of the NCCN Guidelines is to assist in the decision-making process of individuals
involved in cancer care—including physicians, nurses, pharmacists, payers, patients and their
families—uwith the ultimate goal of improving patient care and outcomes. In addition to covering at
least 97 percent of cancers affecting patients in the United States, there are also NCCN
Guidelines for detection, prevention, risk-reduction (including smoking cessation), supportive care
(including the management of pain, distress, and fatigue), and guidelines for specific populations
(including children and young adults).

NCCN Guidelines are available free-of-charge for non-commercial use at NCCN.org, or via the
Virtual Library of NCCN Guidelines® App.
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About the National Comprehensive Cancer Network

The National Comprehensive Cancer Network® (NCCN®) is a not-for-profit alliance of 28 leading
cancer centers devoted to patient care, research, and education. NCCN is dedicated to improving
and facilitating quality, effective, efficient, and accessible cancer care so patients can live better
lives. Through the leadership and expertise of clinical professionals at NCCN Member
Institutions, NCCN develops resources that present valuable information to the numerous
stakeholders in the health care delivery system. By defining and advancing high-quality cancer
care, NCCN promotes the importance of continuous quality improvement and recognizes the
significance of creating clinical practice guidelines appropriate for use by patients, clinicians, and
other health care decision-makers around the world.

The NCCN Member Institutions are: Abramson Cancer Center at the University of Pennsylvania,
Philadelphia, PA; Fred & Pamela Buffett Cancer Center, Omaha, NE; Case Comprehensive
Cancer Center/University Hospitals Seidman Cancer Center and Cleveland Clinic Taussig
Cancer Institute, Cleveland, OH; City of Hope National Medical Center, Duarte, CA; Dana-
Farber/Brigham and Women’s Cancer Center | Massachusetts General Hospital Cancer Center,
Boston, MA; Duke Cancer Institute, Durham, NC; Fox Chase Cancer Center, Philadelphia, PA;
Huntsman Cancer Institute at the University of Utah, Salt Lake City, UT; Fred Hutchinson Cancer
Research Center/Seattle Cancer Care Alliance, Seattle, WA; The Sidney Kimmel Comprehensive
Cancer Center at Johns Hopkins, Baltimore, MD; Robert H. Lurie Comprehensive Cancer Center
of Northwestern University, Chicago, IL; Mayo Clinic Cancer Center, Phoenix/Scottsdale, AZ,
Jacksonville, FL, and Rochester, MN; Memorial Sloan Kettering Cancer Center, New York, NY;
Moffitt Cancer Center, Tampa, FL; The Ohio State University Comprehensive Cancer Center -
James Cancer Hospital and Solove Research Institute, Columbus, OH; O'Neal Comprehensive
Cancer Center at UAB, Birmingham, AL; Roswell Park Comprehensive Cancer Center, Buffalo,
NY; Siteman Cancer Center at Barnes-Jewish Hospital and Washington University School of
Medicine, St. Louis, MO; St. Jude Children’s Research Hospital/The University of Tennessee
Health Science Center, Memphis, TN; Stanford Cancer Institute, Stanford, CA; UC San Diego
Moores Cancer Center, La Jolla, CA; UCSF Helen Diller Family Comprehensive Cancer Center,
San Francisco, CA; University of Colorado Cancer Center, Aurora, CO; University of Michigan
Rogel Cancer Center, Ann Arbor, MI; The University of Texas MD Anderson Cancer Center,
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Houston, TX; University of Wisconsin Carbone Cancer Center, Madison, WI; Vanderbilt-Ingram
Cancer Center, Nashville, TN; and Yale Cancer Center/Smilow Cancer Hospital, New Haven, CT.

Clinicians, visit NCCN.org. Patients and caregivers, visit NCCN.org/patients. Media, visit
NCCN.org/news. Follow NCCN on Twitter @NCCN, Facebook @NCCNorg, and Instagram

@NCCNorg.
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