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Conclusions 

• The detection of pathogenic variants (PVs) in known cancer-associated risk genes can 
inform appropriate screening and preventive strategies, and guide treatment selection 
and management for patients with cancer.

• Current guidelines, including those from the US Preventive Services Taskforce (USPSTF)1 
and National Comprehensive Cancer Network (NCCN),2,3 recommend hereditary cancer 
genetic testing for at-risk individuals based on personal and family history.

• Despite this, insurance coverage limitations may preclude testing, leading to suboptimal 
care.

• Here, we describe PV prevalence in a large cohort of individuals who were guideline-
eligible, but did not meet insurance requirements for hereditary cancer genetic testing.

Barriers To Care: When Insurance Does Not Cover Hereditary Cancer 
Genetic Testing In Unaffected Individuals
Kallie Woods, MS, CGC1; Jeff S. Jasper, PhD1; Sarah Ratzel, PhD1; Thomas Slavin, MD1; Shelly Cummings, MS, CGC1 
1Myriad Genetics, Inc.

Background Methods

Results

• Data from an institutional review board-approved, multicenter, prospective 
US patient registry were analyzed using descriptive statistics.

• Participants were aged ≥18 years with no personal history of breast, ovarian, 
colorectal, endometrial, pancreatic, prostate, or other Lynch syndrome-
related cancers.

• All were eligible for hereditary cancer testing based on USPSTF1 or NCCN2,3 
guidelines, but did not meet insurance coverage requirements.

• Enrolled participants received a multi-gene panel test from Myriad Genetics 
that assesses common hereditary cancer genes; variant identification was 
performed by Myriad Genetics and all analyses followed a pre-specified plan.

Table 1. Patient Characteristics

Patient with endometrial cancer and prior breast cancer history had an incidental 
finding of a FLCN PV identified on CGP, confirmed to be in her germline
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Characteristic Data 

Total individuals, N 10705

Sex, male:female, n 773:9932

Age, median (range, Q1−Q3), years 68 (65−72)

Family cancer history, n (%)

1st degree carrier relative 8885 (83)

1st and/or 2nd degree carrier relative 10277 (96)

Clinically significant PV detected, n (%) 911 (8.5)
PV, pathological variant; Q, quartile. 

• In total, 10,705 guideline-eligible patients were enrolled across 2,984 institutions 
between March 2021 and June 2022.

• Patient characteristics are shown in Table 1; the median age was 68 years, with 50% 
of patients aged 65−72 years; 93% identified as female; 68% had White/Non-Hispanic 
ancestry; and 83% had an affected 1st degree relative.

• Our data demonstrate a clear need to expand insurance 
coverage and implement consistent multi-gene testing to 
improve the appropriate identification of patients for 
enhanced cancer surveillance and management.

• Of patients who were guideline-eligible for hereditary 
cancer testing but did not meet insurance 
requirements, 8.5% harbored a clinically significant PV 
identified by a multi-gene hereditary cancer panel.

• Many of these individuals would not have been 
identified by BRCA1/2 single-gene testing, as 
75%−85% of PVs were detected in non-BRCA1/2 
genes. 

Figure 1. Genes in Which PVs Were Detected
PV carriers identified, n (%) 911 (100)
MUTYH monoallelic 198 (21.7) 
MUTYH biallelic 6 (0.7)
BRCA2 128 (14.1)
CHEK2 112 (12.3)
ATM 75 (8.2)
BRCA1 74 (8.1)
PALB2 43 (4.7)
APC 39 (4.3)
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Figure 2. Proportion of PVs Identified in Patients with 
1st and/or 2nd Degree Cancer Family History, By Tumor Type
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• Overall, 8.5% of patients (n=911) were found to have at least one clinically 
significant PV (Table 1 and Figure 1).

• Among patients with a 1st and/or 2nd degree family history of breast, ovarian, 
pancreatic, and colon cancer, PVs were identified in 8.8%, 8.4%, 7.4%, and 
9.4% of patients, respectively (Figure 2).

• Among patients with a 1st and/or 2nd degree family 
history of breast, ovarian, pancreatic, or colon 
cancer in whom PVs were identified (Figure 3): 

− BRCA1/2 PVs were found in 23.3% (144/617), 25.5% (61/239), 21.9% (32/146), and 15.5% (41/265), respectively.
− The remainder of PVs (76.7%, 74.5%, 78.1%, and 84.5%, respectively), were found in genes other than BRAC1/2.
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