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Abstract

Background: The Affordable Care Act and subsequent reforms pose tradeoffs for racial-ethnic,
rural, and sex-related groups in the United States experiencing disparities in BRCA1/2 genetic
counseling and testing and colorectal cancer screening, calling for policy changes.

Methods: A working group of the American Public Health Association Genomics Forum Policy
Committee engaged in monthly meetings to examine ongoing literature and identify policy
alternatives in the coverage of cancer genetic services for marginalized groups. 589 items were
collected; 408 examined. Efforts continued from February 2015 through September 2020.

Results: African Americans and Latinos have shown 7-8 % drops in uninsured rates since the
Exchanges opened. The ACA has increased BRCA1/2test availability while several disparities
remain, including by sex. Rural testing and screening utilization rates have improved. Medicaid
expansion and the inclusion of Medicare in the ACA have resulted in mixed improvements in
colorectal cancer screening rates in marginalized groups.

Conclusion: Cancer genetic testing and screening to date have only partially benefited from
healthcare reforms. Sensitivity to cost concerns and further monitoring of emerging data are
needed. A reduction in disparities depends on the availability of private insurance, Medicaid and
Medicare to the marginalized. Attention to value-based design and the way cancer benefits are
translated into actual testing and screening are crucial.
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Policy Summary: The findings suggest the need for further benefits-related health agency
interpretation of and amendments to the ACA, continued Medicaid and innovative Medicare
expansion, and incorporation of cancer services values-based considerations at several levels,
aimed at reducing group disparities.
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1. Introduction: healthcare reform and marginalized groups

Healthcare reform over the last decade has been a major part of the United States effort

to make preventive health services available to a larger proportion of the population, often
focusing on racial-ethnic and lower socio-economic groups. Prior to the Affordable Care
Act, about 79 million persons — more than one in four Americans — either lacked health
insurance or were underinsured based on income [1]. Approximately two of every five
Latinos and one in every five African Americans, compared to 1.5 out of every ten whites,
went uninsured [2].

The Patient Protection and Affordable Care Act of 2010, P.L. 111-148 (ACA), aimed at
reducing disparities by making primary health care services available through guaranteed
coverage and protecting consumers from unfair insurance practices [3]. Changes to the U.
S. health care system began as early as 90 days after enactment; states were required to
open Health Benefit Exchanges by January 1, 2014. The ACA originally contained premium
tax credits for those earning 100-400 % of the federal poverty level (FPL), cost-sharing
reduction subsidies to reduce copayments and deductibles, and governmental cost-sharing
subsidy payments to insurers (halted in 2017). Such changes had been shown workable in
other countries. The Swiss healthcare system incorporated personal eligibility conditions
for federal subsidies while carriers were permitted to differentiate plans and associated
premiums according to deductible levels [4].

In data from 2012 through 2015, premiums remained level and out-of-pocket spending
decreased in low-income (139-250 % of the FPL) and very low-income (<= 138 % FPL)
Americans, and the number of uninsured Americans diminished to 29 million people [5].
Uninsured rates in Latinos dropped to one in five; one in ten in African Americans [6].
The uninsured rate dropped from 16.1 % before the ACA’s passage to 7.9 % in 2017

[7]. Administrative changes then shifted the rate in 2018 to 8.5 %. More than 20 million
Americans have obtained health insurance who would not otherwise own it. Within this
figure, 14.7 million individuals enrolled into Medicaid and the Child Health Insurance
Program, a result of Medicaid expansion granting eligibility to people with incomes up to
138 % of the poverty level [8,9].

Cancer, the leading cause of death worldwide and the second leading cause of death in the
United States, is a target for the ACA’s preventive health services [10]. African American

and Latina women nonetheless suffer increased mortality from breast cancer at every stage
compared to white women [11]. Rural Appalachians are noted to have higher (by 15-36
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%) cancer mortality rates than their urban non-Appalachian peers [12]. “Marginalization”

is a process in which a socially defined group is accorded secondary or lesser status, and

its members’ needs or desires ignored. In the healthcare setting, marginalization implies
being excluded from access to needed healthcare services [13]. This paper describes a series
of marginalized groups who are not covered or lack adequate coverage for cancer genetic
services under the ACA — African Americans and Latinos [14,15], women and men in
specific contexts described below, and rural populations — groups of concern to professionals
in public health and genetics [16,17]. It will review the impact of the ACA and subsequent
reforms on these groups with respect to cancer genetic testing, examining: (1) the private
insurance market; (2) public insurance - Medicaid and Medicare; and (3) essential health
benefits. We describe both policy changes that have been made and empirical findings in
testing and screening.

2. Methods

2.1. Recruitment and conduct

Following development of a policy statement advancing cancer genomics in public health,
the Policy Committee of the American Public Health Association Genomics Forum formed
a working group of 5 members from state-level and academic public health, genetic
counseling, and health services to address cancer genetic testing services and marginalized
groups, and the impact of healthcare reform. Community-based organizational members
periodically joined in discussions. Members all had at least a master’s degree in their
respective field; each had an additional professional certification such as genetic counseling,
epidemiology, or health education. The full working group engaged in monthly conference
calls and literature review from February 2015 through March 2017; four members
continued through September 2020.

2.2. Policy analysis

The group chose three main categories (seven sub-categories) of literature to collect: policy-
oriented (e.g., genetics and reform); group-oriented (e.g., women’s health); and condition-
oriented (hereditary breast and ovarian cancer (HBOC) and hereditary nonpolyposis
colorectal cancer — Lynch syndrome) [18,19]. Newborn screening, though part of the ACA,
was excluded due to lack of relevance to cancer genetic services. Literature inspected

was purposefully chosen to enable policy analysis, rather than produce a literature review.
Inspection was based on fit within the chosen categories, applicability to ongoing policy
measures, and pertinence to the cancer and marginalized groups central theme. In all, 589
pieces of literature — 39 policy documents; 172 policy reports or briefs; 238 journal articles;
and 140 news articles — were collected; 408 were examined.

3. Results

3.1. Private insurance

3.1.1. Removal of the individual mandate and extension of short-term
insurance—With the change of administration, alternate “Repeal and Replace” legislation
emerged from the U.S. Congress in the first quarter of 2017. In October 2017 President
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Trump issued an executive order reinstating a twelve-month enroliment period on short-term
health insurance, with renewal up to 36 months [20]. A colonoscopy for those shown to be
at risk for colorectal cancer (CRC) usually ranges between U.S. $2,010 and $3,764, with

an average of $3,081 according to Blue Cross Blue Shield of North Carolina [21]. Polyp
removal can cost an additional $548. Molecular screening for Lynch syndrome, an inherited,
high-risk form of CRC, can cost upwards of $1,200 [17]. With short-term coverage these
costs would essentially end up being paid out-of-pocket, reflecting why the measure did not
provide additional security for many.

The Tax Cuts and Jobs Act of 2017 repealed the ACA’s individual mandate [22]. The Kaiser
Family Foundation reports that the average premium increase in 2019 due to the individual
mandate penalty repeal and expansion of more loosely regulated plans was 6% (range 0—
16%) [23]. One offsetting measure pursued by the U.S. Department of Health and Human
Services to hinder premium increases was to allow out-of-pocket (deductible and copay)
maximums to increase yearly [24]. Consequently, deductibles are estimated as increasing
4% between 2019 and 2020 for Bronze plans, held by families with less expendable income
[25].

The median household income in the U.S. in 2018 was $41,361 for African Americans;
$51,450 for Latinos; and $70,642 for whites [26]. Genetic testing and follow-up can be
expensive for individuals without coverage and low-income families only able to afford
insurance with high deductibles. In one study, the average figure for BRCA genetic
counseling and mutation testing was $341 (range: $249 (Color) to $3, 100 (Myriad
Genetics) [19]; paid without cost-sharing so long as the individual has insurance on a state
Exchange); $8,144 for risk-reducing salpingo-oophorectomy; and $12,596 for prophylactic
mastectomy [27].

3.1.2. Racial-ethnic disparities and insurance coverage—Evidence suggests that
testing cost and ability to pay have and continue to play a significant part in cancer genetic
testing disparities. Prior to the ACA, a Harvard/MGH Center on Genomics review of
national claims data (2004-2007) for 15 million commercially insured new breast cancer
cases showed that whites were almost twice as likely as Latinos and three times as

likely as African Americans to have received BRCAI1/2 breast-ovarian and MLHI1/MSHZ2
colorectal cancer genetic testing [28]. A hospital-based case-control study at University of
Pennsylvania of 408 women with a family history of breast or ovarian cancer found, after
adjustment for socioeconomic factors, that African American women were much less likely
(O.R.=0.28, 95 % C.I. 0.09-0.89) to undergo counseling for BRCA1/2 genetic testing than
white women [29]. The research team subsequently showed income and cost to be major
factors in the women’s decision whether to test [30]. Investigative teams examining HBOC
and Lynch syndrome genetic counseling and testing inequities in Latina women in the New
York City [31], Tampa Bay [32], and Dallas [33] areas reported difficulties with cost and
coverage to be major barriers [34].

Utilization studies from the period preceding the opening of the state Exchanges evinced
continuing disparities [35,36]. A University of South Florida / Florida Department of Public
Health study of 1,622 women with medical record-verified invasive breast cancer (2009-

J Cancer Policy. Author manuscript; available in PMC 2021 June 24.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Modell et al.

3.2. Public

Page 5

2012) revealed African Americans were 16.6 times less likely than whites to have discussed
the possibility of genetic testing with a healthcare provider and 5.6 times less likely to have
had genetic testing; Spanish-speaking Latina women were 2 times less likely than whites

to have discussed genetic testing, though differences in testing were no longer significant.
The investigators observed, “The presence of private insurance had a direct impact on both
genetic testing discussion and receipt of testing” [35].

Bhandari and Li, utilizing Medical Expenditure Panel Survey data from 2009 and 2011-
2014, did not observe a statistically significant increase in CRC screening in 2014 compared
to 2009 among African Americans and Latinos holding private insurance [37]. Similar
group-specific data for BRCA testing does not yet exist for the period following the
opening of the Exchanges. One study suggestive of possible post-ACA trends looked at
BRCA1/2test ordering (not policy as a whole) cancellation rates (2012-2014) following
the introduction of a medical geneticist / genetic counselor authorization requirement to a
national insurance plan [38,39]. It found that cancellation rates increased for all ancestries,
but were more pronounced for African American and Latina subscribers. These findings
suggest that attention to the way ACA counseling and coverage requirements are handled is
important [39,40].

Fogleman et al., in a post-ACA survey of perceived barriers to genetic testing (BRCA
testing as the example) in three Kentucky rural communities, found “no genetic counselor
nearby” to be a major barrier in only 15 % of residents surveyed, while cost was a

major barrier in 27 % of participants [41]. Nevertheless, that study and one performed

by the Centers for Disease Control and Prevention described BRCA testing as increasing
among non-Metropolitan, rural women with employer-sponsored insurance, likely due to a
reduction in cost barriers to testing [41,42]. This trend is suggestive of increasing equity
given that one in five rural Americans is a person of color, and in some rural areas, the
proportion is greater than 50 % [43].

insurance

Medicaid and Medicare are important options for the marginalized. In an analysis of a
nationally representative sample of 1,724 men and women, African Americans were more
likely to have Medicare (odds ratio O.R. = 1.68) and Medicaid (O.R. = 2.51) and less likely
to have private insurance (O.R. = 0.55) than their white counterparts. Latinos were less
likely to have private insurance (O.R. = 0.49) or more likely to have no insurance at all (O.R.
= 0.60) than non-Hispanic whites [44].

3.2.1. Medicaid—Coverage options in those eligible for Medicaid start when an
individual has an annual income of $12,490 or less, and a family with up to four members
has a combined annual income of $25,750 or less [45]. So far, 39 states including the
District of Columbia have elected to expand Medicaid. As of 2017, the percentage decrease
in uninsured rates for African Americans was 9% in expansion states compared to 7% in
non-expansion states; for Latinos, 12 % and 8 %, respectively. A coverage gap exists for
individuals with incomes above traditional Medicaid eligibility limits, particularly in states
that did not expand their Medicaid programs (41 % FPL), but below the lower limit for
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insurance Marketplace premium tax credits (100 % FPL). Uninsured African Americans are
more likely than whites to fall in this coverage gap [46]. Nationally, 51 % of uninsured
adults in the coverage gap are minority (28 % African American; 23 % Latino) [47].

A survey by the advocacy organization FORCE (Facing Our Risk of Cancer Empowered)
indicates that BRCA predictive testing is currently covered by Medicaid in all but three
states, up from 32 states in 2013 [19,48]. A study by Zerhouni et al. of 2012 through

2016 Behavioral Risk Factor Surveillance System data found a significant increase in CRC
screening rates (from 56.7%-67.6%) for African Americans in early expansion states, those
that adopted Medicaid expansion before 2014, compared to a statistically nonsignificant
increase (from 57.7%-61.4%) for those in nonexpansion states [49].

Data on the impact of Medicaid expansion on Latino cancer screening is less clear-cut.
Zerhouni et al. found that unlike African Americans, Latinos did not show a statistically
significant increase in CRC screening in expansion states, suggesting additional access
obstacles [49]. On the other hand, Latino Medicaid enrollees in Oregon, where Medicaid
expansion was enacted in 2013, displayed relatively high CRC screening rates (screening
risk ratio 1.16 compared to whites) for the 2010-2014 period [50]. Possible contributors
were a statewide public health campaign to promote CRC screening and the use of
community health workers. A Phoenix, AZ-based safety-net hospital utilizing specialist
training in financial assistance guidelines and principles of cultural tailoring was able to
achieve BRCA1/2 genetic counseling and testing rates of 78 % in its at risk Latino clinical
population, half of whom were non-English speaking [51].

In terms of rural populations, a study examining 2011-2016 Kentucky Cancer Registry data
found that CRC screening for Medicaid patients rose 250 % after ACA implementation.

A higher increase in screening was noted for Appalachian (+44 %) than non-Appalachian
individuals (+22 %). The former also displayed an increase in the proportion of early stage
CRC (stage I/11) detected [52].

3.2.2. Medicare—Screening colonoscopies are fully covered as part of the Medicare
initial preventive physical examination included in the ACA (Table 1) [53].

More frequent colonoscopies are covered if the individual is considered high-risk for
colorectal cancer. In October 2014, the Centers for Medicare & Medicaid Services granted
Medicare coverage for Cologuard, a DNA alteration test that screens for pre-cancer [54].
Medicare pays for genetic testing, e.g., for the high-risk condition Lynch syndrome, when it
is considered medically necessary in those diagnosed with cancer [48,55].

“Medicare for All” (introduced 116! U.S. Congress), or cradle-to-grave protection, is a
possible incremental target for the future [56]. Such a proposal would seem quite favorable
to members of various racial-ethnic groups, such as African Americans and Latinos, in
whom weekly earnings are 25 % or less compared to whites, and uninsured rates are 35

% higher [57,58]. Diagnostic tests and preventive services, which are part of Medicare for
All’s “primary and preventive services” and are essential for cancer early detection and
management, would be covered [59]. Alternate proposals to lower the age of eligibility
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from 65 to either 60 or 50 years would be in alignment with ACA policy, which covers
screening colonoscopies starting age 50-64 [10]. For individuals living within the coverage
gap, Medicare for All could be positive, but they are also likely to experience changes

in their income induced by increased premiums to be paid by their employers, as well as
increases in payroll taxes brought about by the program [60].

An alternative granting a “public option” would offer insurance plans to small businesses
and individuals unable to afford the private market, and would likely preserve essential
health benefits [61,62]. Germany offers a public option based on opt-out (for upper-income
individuals) rather than opt-in (for lower-income persons) [4].

A study of 16 Surveillance, Epidemiology and End Results (SEER) regions revealed African
American and Latino were less likely than white Medicare beneficiaries to receive screening
colonoscopies for the pre-ACA period 1996-2005 [63]. The Medical Expenditure Panel
Survey study performed by Bhandari et al. identified a 40 % jump in CRC screening rates
among Latino Medicare beneficiaries from 2009 to 2011, the latter being a year in which
significant Medicare changes went into effect [37]. This team and Cooper et al. detected a
subsequent flattening and decrease in screening rates among white and minority Medicare
beneficiaries from 2011 to 2012 [37,64], though Bhandari et al. also showed a rise in CRC
screening for Latinos and African Americans between 2012 and 2014 with a statistically
significant 44 % increase for Latinos compared to the 2009 reference year [37].

3.3. Essential health benefits

The ACA requires health insurance plans sold to individuals and small businesses to provide
a minimum package of health services falling within ten categories, called “essential health
benefits,” applying to adults, women, including pregnant women, and children [65]. In 2013
the Department of Health and Human Services decided to give each state substantial leeway
in defining required benefits. Each state engages in a “benchmarking” process, selecting
within- and out-of-state design options to fulfill coverage of the essential health benefit
categories. The notion of a defined package of benefits has precedent in countries outside
the U.S., such as the Netherlands and Switzerland [4], and is included in ACA section 2713
according to value- [66] and evidence-based criteria [67].

Within the ACA’s list of ten essential services, preventive and wellness services and chronic
disease management address cancer prevention and control [10]. The ACA eliminates
cost-sharing on a number of cancer services that have received an “A” or “B” rating

by the U.S. Preventive Services Task Force (USPSTF) or are provided for in Health
Resources and Services Administration comprehensive cancer guidelines, such as breast
cancer screening including mammography, and genetic counseling for HBOC with provider-
indicated BRCA1/2testing. The question remains whether the essential health benefits
adequately reflect the needs of members of marginalized groups at risk for cancer.

3.3.1. Coverage of hereditary breast and ovarian cancer—The ACA has emerged
as a champion of women at risk for breast and ovarian cancer. In 2005 the USPSTF
recommended that women whose family history may be associated with an increased risk
for deleterious BRCA1/2 mutations be referred for genetic counseling and evaluation for
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BRCA testing (Table 2) [68,69]. This evidence-based recommendation has been used to
generate one of the two Healthy People 2020 Genomics objectives [70].

BRCA1/2 counseling and mammography coverage were written directly into the text of the
ACA [3]. The ACA “Preventive health services” website at HealthCare.gov also indicates
that women ages 50-74 are eligible for biennial mammography (Table 1) [10]. Two large
medical claims database studies (N >50,000 women each) noted distinct increases in
BRCA1/2testing rates in the first year the state Exchanges opened, 2014 [76,77].

3.3.2. Shortcomings in policies relating to women and men with BRCA1/2
mutations—The USPSTF’s original 2005 recommendations do not apply to women with a
family history of breast or ovarian cancer that includes a relative with a known deleterious
mutation in BRCA1/2 genes [68]. Because the ACA defers to the USPSTF, this constraint
represented a shortcoming for women at risk for such mutations.

Of additional concern, section 2713(a) of the ACA is so specific that the essential health
benefits address children’s and women’s needs, but not men’s [3]. Both the Act’s text and
USPSTF policies reflect this absence. The 2013 USPSTF policy on BRCA mutations openly
states: “These recommendations do not apply to men, although male family members may
be identified for testing during evaluation” [78]. Overall, the risk for breast cancer in men
carrying a BRCA mutation of any kind is about seven to ten times that of the general male
population [79]. A 2015 estimate placed the number of new breast cancer cases and resultant
deaths in U.S. males at 2,350 and 400, respectively [80]. Men carrying a BRCAZ mutation
also have a 3-fold elevated risk of high-grade, aggressive prostate cancer [81]. Despite these
figures, the proportion of unaffected men tested for HBOC in the 2015 U.S. National Health
Interview Survey data was about one-tenth that of unaffected women [82]. In this analysis
Childers et al. showed that an unaffected male would be half as likely to undergo testing

as an unaffected woman. A retrospective analysis of high-risk patients referred to the Loma
Linda University Breast Health Center a year before the ACA was passed reported that 4 out
of the 5 referred males did receive BRCA testing, but this small number (N = 213 for the
entire study) failed to achieve statistical significance (P = .37) [83].

Due to the risks facing males, the National Comprehensive Cancer Network Genetic/
Familial High-Risk Assessment Guidelines recommend that men at elevated risk for breast
cancer begin self-exam training and clinical breast examination starting age 35, and that
men diagnosed with breast cancer undergo BRCA1/2 genetic testing [84]. Also considering
prostate cancer, they recommend provision of BRCA1/2information if these mutations

are known to exist in the family, and risk assessment and counseling for BRCA testing if
clinical criteria, including Gleason score >= 7 along a 10-point range of prostate cancer
aggressiveness, are met.

African American men suffer a greater prostate cancer incidence, more advanced disease at
the time of diagnosis, and double the rate of prostate cancer mortality compared to white
men [85,86]. They are also more likely than white men to harbor BRCA1/2 variants of
unknown pathogenic significance [87]. While it is difficult to disentangle the relative effects
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of biological and socioeconomic factors, the conditions under which BRCA testing in men
might be covered are worthy of further consideration.

3.3.3. Coverage of colorectal cancer and Lynch syndrome—Colorectal cancer is
the second most frequent cause of cancer-related death in the United States and globally
[88]. Though the essential health benefits section of the ACA does not address CRC
specifically, the ACA HealthCare.gov website “Preventive health services” does [10]. For
persons ages 50-75, a payer may not impose cost-sharing with respect to screening for
colorectal cancer or polyp removal performed as part of a screening procedure. In addition to
Medicare coverage, screening colonoscopies are fully covered by private insurance under the
ACA if the condition meets USPSTF criteria (Table 2). More frequent use of colonoscopy
for high-risk surveillance is outside the scope of the USPSTF CRC recommendations, and

is not covered by the ACA for insurance purposes, though Medicare can pick it up for
individuals who qualify (Table 1) [73].

In 2010, CRC screening rates for adults >50 years were reported to be lower in Latinos
than non-Latino whites and African Americans, with some variation according to location
of origin (Puerto Ricans having higher rates than Mexicans and Dominicans, for example)
[89]. For the period 2012-2015, annual colorectal cancer screening rates increased for both
Latinos (by 1.29 per 100 adults in a study by Mbah et al. using the Medical Expenditure
Panel Survey) and non-Latinos (by 0.58 per 100 adults) [90]. These figures represent
positive gains, though the difference in trend increases between the two groups was not
statistically significant, suggesting more needs to be done to close the screening gap.

While the ACA treats CRC screening as an essential health benefit, it fails to address
screening or testing for its most common hereditary form, considered by the Centers for
Disease Control and Prevention and Healthy People 2020 to be of prime importance [70,91].
Lynch syndrome (LS) is a particularly pernicious form of CRC — polyps can progress

to the cancerous state in just 30 months, compared to 10 or more years for the general
population [92]. The ideal would be for insurance plans to universally address high-risk
CRC irrespective of the ACA. A 2012 review of the largest U.S. insurers (Aetna, Blue Cross
Blue Shield) revealed that only 4/6 (67 %) had coverage policies addressing microsatellite
instability (MSI) screening for LS [93]. In a web survey of coverage policies (2011-2012)
belonging to moderate-to-large health insurance carriers, 47/66 (72 %) insurers addressed
genetic tests for LS in their coverage policies [94]. Payer policies do not necessarily translate
into straightforward usage. In a 2018 web-based survey of 442 U.S. gastroenterologists, 11—
33% of respondents (depending on routineness of test ordering) indicated the cost of MSI or
immunohistochemistry testing was a barrier to test ordering for LS [95]. The Evaluation

of Genomic Applications in Practice and Prevention (EGAPP) Working Group found
sufficient evidence, though, to recommend offering genetic testing for Lynch syndrome to all
individuals with newly diagnosed CRC [96].

Despite EGAPP’s recommendation, rural and racial-ethnic disparities persist for LS testing.
A population-based study of 274 Louisiana Tumor Registry CRC patients from 2011

found that a medical facility’s being located in a rural in contrast to urban location

was a statistically significant barrier to Lynch syndrome screening (O.R. = .40) [97]. A
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retrospective survey of colorectal tumors tested from 2012 through 2016 at four academic
medical centers found that minority patients were significantly less likely to be referred for
genetic evaluation than white patients [98]. The odds ratio for germline genetic testing being
performed was 0.65 for Latinos and 0.39 for African Americans. Being African American
and the particular medical center examined were negative predictors of testing, suggesting
structural factors that could benefit from reform.

4. Discussion

Recent shifts in healthcare reform in the U.S. — removal of the individual mandate and
promotion of short-term insurance — increase individual autonomy but are likely to have
untoward effects on members of marginalized groups requiring affordable cancer services
(Table 3) [99-103].

The Urban Institute estimates that if government were to revert to the ACA standards
existing prior to 2017 (individual mandate penalties, cost-sharing reduction subsidy
payments to insurers, and a 3-month limit on short-term plans), the number of people with
inadequate health insurance could be reduced by at least 15 % [62,104]. Including a public
option in the Marketplace, increasingly popular, could reduce premiums by about 7-8%
[62,105]. In a country where autonomy is prioritized, state-level introduction of mandates
based on successful state model programs is also a reasonable alternative [99].

The American Health Care Act, part of the former “Repeal and Replace” legislation, offered
states the option of block grants for families on Medicaid based on the argument that state
departments know their population best [106,107]. As a national program, federal agencies
would need to monitor outcomes to avoid inequities among states. With block grants, states
can find financing their share of health care expenditures daunting [62].

It is possible that shifts in the range of benefits states mandate could offer a population-
oriented solution to cancer services disparities. In April 2019 Health and Human Services
revisited the essential health benefits (EHB) benchmark plans available to states by allowing
one state to adopt another’s benchmark plan, or to select its own set of benefits, subject

to coverage considerations within each EHB category [101,102]. It has been suggested

that state benchmark plans incorporate value-based design, a move that has already been
undertaken by Covered California and Oklahoma’s Medicaid drug coverage program [66].
Affordable Care Act provisions can also be legislatively amended. For example, the
Medicare Access and CHIP Reauthorization Act of 2015 combined measures established for
Medicare’s value-based payment modifier with measures from other preexisting programs
[103]. Value-based changes at the federal or state level could offer an inlet for insurance
coverage of Lynch syndrome genetic testing.

The Community Health Needs Assessments (CHNASs) mandated by the ACA [108] perform
an honest broker function in helping assure health care services, cancer services (cancer
screening, information provision, facilities access, support groups) among them, reach urban
and rural neighborhoods displaying high racial-ethnic diversity and low reported household
income [109,110]. They serve as a form of institutional-level quality control.
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Patient advocacy is a necessary element for motivating change from the grassroots level
(Table 4). Dialogue between USPSTF and FORCE resulted in the USPSTF’s acceptance
(2013) of genetic counseling and testing for women who have one or more family members
with a known potentially harmful BRCA1/2 mutation [72,78]. Additionally, in October
2015 following advocacy by FORCE, three federal agencies issued a joint clarification

that ACA coverage can conditionally apply to a currently asymptomatic woman who has
been previously diagnosed with cancer [111]. Comparable advocacy organizations exist

for families with Lynch syndrome that promote greater awareness of the condition and
population screening [112]. The achievements made through advocacy, though incremental,
can be uniquely helpful to those in need.

Limitations: Though this effort incorporated input from community advocates, community-
based dialogue would contribute additional perspective on public acceptability of the
strategies considered. Due to national organization membership, discussions were limited to
conference calls and breakout sessions at two annual meetings; face-to-face collaboration
would benefit further research. Timing issues exist in the survey literature — private
insurance data on BRCA testing following the opening of the Exchanges in 2014 only
began to surface in 2019. Nevertheless, the project’s lifespan also created an opportunity to
examine the varied solutions to cancer services disparities.

5. Conclusion: activating the future

While Medicaid expansion has led to increased BRCA1/2testing availability, remaining
counseling and testing disparities in African Americans and Latinos call for attention to the
way cost concerns are addressed in these groups now that the no cost-sharing policy is in
effect in the Marketplace. Colorectal cancer screening rates have improved in rural areas,
though cultural tailoring is needed to improve rates in Latino populations. Continued data
monitoring is imperative. Public insurance steps - continued efforts to expand Medicaid and
make Medicare available to a wider audience — could help bolster screening rates in racial-
ethnic groups. Reinstituting mandates and extending short-term insurance can be expected
to have opposite impacts on service utilization in marginalized groups. Community efforts
at making basic cancer screening available and institutional policies reducing roadblocks to
testing following genetic counseling can have an impact. Professional societies, community-
based and disease advocacy organizations must at times serve as catalysts for government to
bring about progressive change.

By drawing on evidence-based USPSTF guidelines, the ACA has provided an anchor for
change. Incorporation of policy recommendations from other professionally recognized
sources — the National Comprehensive Cancer Network, Healthy People 2020, and
Evaluation of Genomic Applications in Practice and Prevention (EGAPP) — could refine
the coverage criteria used for BRCA1/2 counseling and testing, and bring testing for Lynch
syndrome within reach. Any changes to coverage will require an honest appraisal of value
gained and the amounts needed to continue bringing healthcare to those at risk in each
state. Provision of genetic testing to those least well-off yet most in need, as a goal of
prevention-oriented reform, is the barometer.
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Table 1

Abridged Affordable Care Act (ACA) Policies Relating to Cancer Coverage.

Page 19

Condition  Affordable Care Act (ACA) P.L. ACA HealthCare.gov website [10] ACA HealthCare.gov website [10]
111-148 [3] statement (Abridged) preventive services description interventions covered
Breastand  SEC. 2713 (a). Group health plans The Affordable Care Act covers For women only:
ovarian and insurers shall not impose cost mammograms for women over age 50-74; .
cancer sharing requirements for evidence- and requires health insurance plans to cover * Screening
based items or services that: these services for women at higher risk of mammography
have an ‘A’ or ‘B’ rating from breast cancer: -
the USPSTF; or with respect . gﬁﬁ;’gﬁf genetic
to women, are provided for . Counseling about BRCA 9
in HRSA comprehensive cancer genetic testing . BRCA1/2 genetic
guidelines; or that fit with USPSTF . : testing where indicated
recommendations on breast cancer ((::r?eumnzelrlg\?eitt)i%%t breast cancer 9
screening, mammography, and P . Breast cancer
prevention chemoprevention
counseling
Colorectal ~ SEC. 2713 (a). Group health plans Under the Affordable Care Act, most The ACA website does not list specific
cancer and insurers shall not impose cost insurance plans must cover screening for colorectal diagnostic interventions.
sharing requirements for evidence- colorectal cancer for persons age 50-75. USPSTF recommendations:
based items or services that: have an  The physician helps decide which test is .
‘A’ or ‘B’ rating from the USPSTF  appropriate and how often to get screened. . Screening fecal occult
SEC. 4104. Medicare. The amount Some tests are done every 1-3 years; others blood test
paid will be 100 percent for the every 5-10 years. . .
services under this part. ... included iséﬁiggghziﬁ?éal test
in the initial preventive physical
examination . Screening colonoscopy
. Screening flexible
sigmoidoscopy
Prostate SEC. 4103. Section 1861 of the The ACA Preventive Services website does . Digital rectal
cancer Social Security Act is amended not specifically list prostate cancer. Medicare examination

by adding a new subsection on

the Medicare Annual Wellness

Visit that contains a list of risk
factors and conditions identified
through an initial preventive physical
examination, and a screening
schedule for the next 5-10 years

covers digital rectal examination in men
over 50 (20 % copay after yearly Part B
deductible).
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Page 20

Condensed U.S. Preventive Services Task Force (USPSTF) Policies Relating to Cancer Coverage.

Condition Relevant policies (Condensed) Issue areas and groups impacted

Hereditary The U.S. Preventive Services Task Force recommends biennial Women who are currently symptomatic or

breast and screening mammography for women aged 50-74 years. Women at receiving treatment for HBOC and associated

ovarian cancer higher risk may benefit from beginning screening in their 40 s [71]. cancers are not covered by the ACA no copay

(HBOC) Screen women who have family members with breast, ovarian, provision.
tubal, or peritoneal cancer or who have an ancestry associated with African American women — higher incidence and
BRCA1/2 gene mutations with an appropriate brief familial risk greater mortality from early-stage breast cancer
assessment tool. Women who are positive should receive genetic than other groups — are particularly affected.
counseling and, if indicated, genetic testing [72]. Men at risk for or symptomatic with breast cancer
This recommendation applies to women who are asymptomatic for or who might pass a BRCA1/2 mutation to their
BRCA-related cancer [72]. children are not covered by the ACA.

Hereditary Screen for colorectal cancer starting at age 50 years and continuing Men and women, beginning age 50, are eligible

nonpolyposis until age 75 years. The risks and benefits of different screening for routine screening. USPSTF recommendations

colorectal methods vary [73]. unclear on screening African Americans earlier.

cancer — Lynch  This recommendation applies to asymptomatic adults 50 years and Individuals newly diagnosed with colorectal

syndrome older who are at average risk of colorectal cancer and who do not have  cancer are not covered for Lynch syndrome

Prostate cancer

a family history of known genetic disorders that predispose them to
a high lifetime risk of colorectal cancer (such as Lynch syndrome or
familial adenomatous polyposis) [73].

The decision to undergo periodic PSA-based screening for prostate
cancer should be an individual one. Men should discuss the potential
benefits and harms, and their values and preferences, with their
clinician [74].

This recommendation does not include the use of the PSA test for
surveillance after diagnosis or treatment of prostate cancer and does
not consider PSA-based testing in men with known BRCA gene
mutations who may be at increased risk for prostate cancer [75].
Based on the available evidence, the USPSTF is not able to make

a separate, specific recommendation on PSA-based screening for
prostate cancer in African American men ... [or] men with a family
history of prostate cancer [74].

genetic counseling, screening and mutation
testing.

At risk low-income, rural populations doubly hit
by lack of physician follow-through on family
history and lack of ACA coverage.

Men with germline mutations leading to increased
risk for prostate cancer (BRCAZ) are not covered
by the ACA.

African American men - higher incidence and
greater mortality from prostate cancer than other
groups — are particularly affected.
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