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Abstract: Lack of health insurance coverage is strongly associated with poor cancer 
outcomes in the United States. The uninsured are less likely to have access to timely 
and effective cancer prevention, screening, diagnosis, treatment, survivorship, and 
end-of-life care than their counterparts with health insurance coverage. On March 
23, 2010, the Patient Protection and Affordable Care Act (ACA) was signed into law, 
representing the largest change to health care delivery in the United States since the 
introduction of the Medicare and Medicaid programs in 1965. The primary goals of 
the ACA are to improve health insurance coverage, the quality of care, and patient 
outcomes, and to maintain or lower costs by catalyzing changes in the health care de-
livery system. In this review, we describe the main components of the ACA, including 
health insurance expansions, coverage reforms, and delivery system reforms, provi-
sions within these components, and their relevance to cancer screening and early 
detection, care, and outcomes. We then highlight selected, well-designed studies 
examining the effects of the ACA provisions on coverage, access to cancer care, and 
disparities throughout the cancer control continuum. Finally, we identify research 
gaps to inform evaluation of current and emerging health policies related to cancer 
outcomes. CA Cancer J Clin 2020;0:1-17. © 2020 American Cancer Society. 
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Introduction
Cancer is the second leading cause of death in the United States. In 2020, an esti-
mated 1.7  million new cancer cases will be diagnosed, and more than 600,000 
patients will die from cancer.1 Some cancer deaths can be averted by reducing risk 
factors, and by increasing the utilization of evidence-based screening and early 
detection tests, and guideline-recommended treatment.2,3 Although overall cancer 
incidence rates have been stable during the past several years, the number of can-
cer survivors in the United States continues to increase as a result of the growth 
and aging of the population and improvements in early detection and treatment. In 
2019, there were nearly 17 million cancer survivors in the United States3 and the 
prevalence is expected to reach 26 million by 2040.4 Also expected to escalate is the 
cost of cancer care, as it is one of the most expensive medical conditions to treat.5 

The United States has had a substantially higher uninsured rate than other  
comparable industrialized countries.6 In 2009, 15.4% of persons of all ages, 21.1% 
(40.0 million) of adults aged 18 to 64 years, and 8.2% (6.1 million) of children younger 
than 18  years were uninsured.7 Most uninsured in the United States are younger, 
racial/ethnic minorities, and from socioeconomic disadvantaged populations.8  
Earlier studies have demonstrated that lack of health insurance is strongly associated 
with having problems with access to high-quality and affordable preventive and ther-
apeutic cancer care.9 For example, compared with individuals who have health insur-
ance coverage, the uninsured are less likely to receive breast, colorectal, and cervical 
cancer screening; and they are more likely to have a later stage of disease at diagnosis.8,10  
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Patients without health insurance who have cancer are also 
less likely to receive high-quality treatment and have poorer 
survival than those with insurance.8 In addition to inferior 
access to care and health outcomes, lack of insurance also 
results in high health care costs. With health care spending 
per capita twice as high compared with other high-income 
countries, the United States experiences worse life expectancy 
than other countries that spend far less.11

Signed into law on March 23, 2010, the Patient 
Protection and Affordable Care Act (ACA) is the largest 
health care system change in the United States since the 
establishment of the Medicare and Medicaid programs in 
1965. Its goals are to improve health insurance coverage, the 
quality of care, and patient outcomes, and to maintain or 
lower costs by catalyzing change in the health care deliv-
ery system.12-14 The implementation of the ACA can have 
far-reaching effects throughout the cancer control contin-
uum, including prevention and screening, diagnosis, treat-
ment, survivorship, and end-of-life care (Fig. 1). The ACA 
can affect cancer care delivery through 3 main mechanisms: 
1) health insurance expansion (eg, dependent coverage  
expansion [DCE], Medicaid expansion, and establishment 
of the Health Insurance Marketplace [the Marketplace]); 
2) health insurance coverage reform (eg, elimination of 
cost-sharing for preventive services, closing of the Medicare 
Part D donut hole, coverage of routine care costs during 
clinical trial participation, essential health benefits, elimina-
tion of preexisting condition exclusions or refusals, and elim-
ination of annual and lifetime caps); and 3) payment and 
delivery system reform.

Several earlier reviews have synthesized the research 
findings of the effects of the ACA on various aspects of can-
cer care,12,15-20 although prior reviews were mainly based on 
studies published before 2017 and only focused on a single 
provision or a part of the cancer control continuum. With 
data maturation and the increasing number of well designed 
studies published since 2017, a comprehensive and updated 
synthesis of research addressing the ACA in cancer care is 
needed. In this article, we provide an overview of the ACA 
provisions and their relationship to cancer care. We first 
describe the ACA provisions, then highlight selected, well 
designed studies examining the effects of the ACA provi-
sions on coverage and access to cancer care throughout the 
cancer control continuum, followed by identifying research 
gaps and discussing emerging policy issues.

Health Insurance Expansion and Cancer Care
In this section, we describe the health insurance expansion 
provisions of the ACA and discuss their relevance across the 
cancer control continuum (Table 1).

Dependent Coverage Expansion
The DCE under the ACA was designed to improve health 
insurance coverage for young adults in the United States. 
Historically, children aged 18 years or younger were either 
covered through the Children’s Health Insurance Program 
or were eligible to be covered under their patients’ private 
health insurance; young adults generally lost both eligibil-
ities upon turning age 19  years, and their main source of 
private health insurance coverage was through college or 

FIGURE 1. Health Care Delivery Across the Cancer Control Continuum.
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TABLE 1.  Health Insurance Expansion Under the Affordable Care Act and Access to Care Across the Cancer Control 
Continuum

COMPONENTS
TIME OF 
IMPLEMENTATION

DESCRIPTION

BEFORE ACA AFTER ACA

Dependent cover-
age expansion

September 2010 Young adults were eligible for coverage under their 
patients’ private health insurance policy until age 19 y

Young adults eligible to remain covered under their 
parents’ private insurance policy until age of 26 y

Medicaid 
expansion

January 2014 Medicaid was restricted to low-income pregnant women 
and children, poor elderly, people with disabilities, and 
parents of poor children

Medicaid eligibility expanded to individuals with income 
≤138% of the Federal Poverty Level (FPL) with or with-
out dependent children in states that opted to expand

Establishment of 
the Marketplace

January 2014 Nongroup private insurance was seldom available; there 
was no regulated marketplace; insurers could deny 
coverage or set high premiums for preexisting health 
conditions or place annual or lifetime caps on cover-
age, and often only cover limited services

Insurers no longer allowed to deny coverage or set higher 
premiums or coverage exclusions for preexisting health 
conditions, including cancer; income-based premium and 
cost-sharing subsides for individuals with family income 
between 100% and 400% of the FPL

Abbreviation: ACA, The Patient Protection and Affordable Care Act.
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employment, which was susceptible to frequent transitions 
and was not always available or affordable. As a result, young 
adults had had the highest percentage of being uninsured in 
the United States before the ACA.13,21 According to an esti-
mate from the National Health Interview Survey (NHIS), 
which is a nationally representative household survey,22 
nearly 9.7 million (33.6%) young adults aged 19 to 25 years 
were uninsured in 2009. The implementation of the DCE 
in September 2010 allowed young adults to remain on their 
parents’ private insurance policy until age 26 years. By 2018, 
4.7 million young adults benefited from the DCE based on 
an estimate from the NHIS.22 

Although cancer incidence is lower in young adults than in 
older adults, cancer is the leading cause of disease-related death 
among young adults in the United States.23 Young adulthood 
is an important period for certain cancer prevention behaviors, 
such as not initiating smoking/smoking cessation and getting 
the human papillomavirus (HPV) vaccination if they have not 
already done so.2 For women, cervical cancer screening is rec-
ommended starting at age 21 years.2 Moreover, the incidence 
of some cancers has been increasing since 2000 in younger 
populations,19,24 and less progress has been observed in cancer 
survival for those aged 19 to 25 years compared with children 
and older adults.25 In addition, growing evidence has shown 
that young adults are especially vulnerable to delays in access 
to cancer diagnosis and treatment, largely because of the high 
percentage of uninsured.26 

Medicaid Expansion
As one of the largest sources of health insurance in the United 
States, Medicaid provides health coverage to eligible low-
income adults and children. Although there are some federal 
requirements, states administer plans and have consider-
able discretion in setting the income threshold eligibility for 
Medicaid. For example, in 2009, before the ACA, a parent 
with 2 children needed to have an annual income of about 
$5500 or less to be eligible for Medicaid in Texas, whereas 
the eligibility threshold for a parent with 2 children was 
approximately $33,000 in New York.27,28 Medicaid expan-
sion under the ACA, which took effect on January 1, 2014, 
aimed at improving health insurance coverage for the low-
income population.29 Before Medicaid expansion, Medicaid 
was restricted to low-income pregnant women and children, 
the elderly poor, people with disabilities, and parents of 
poor children. Childless adults were generally not eligible 
for Medicaid unless states applied Medicaid demonstration 
waivers to extend coverage to this population.30 The ACA 
expanded Medicaid eligibility to individuals with incomes 
≤138% of the Federal Poverty Level (FPL) with or without 
dependent children in states that opted to expand Medicaid 
coverage.29 Although originally intended to be implemented 
nationwide, Medicaid expansion was allowed to proceed 
as a state option by the US Supreme Court in 2012.31  

Twenty-five states and the District of Columbia adopted 
Medicaid expansions by January 2014; as of January 2020,  
36 states plus the District of Columbia had adopted 
Medicaid expansion (Fig. 2).32 However, in states that did 
not expand Medicaid in 2014, eligibility limits were as low 
as 17% of the FPL for parents in a family of 3 in Texas.33 

Historically, cancer outcomes have been worse for low- 
income populations in the United States,16 and observed 
disparities generally widen after the introduction of new 
effective cancer prevention, screening, and treatment strat-
egies,8,34 largely because of the high uninsured rate among 
low-income populations. Therefore, improving access to  
insurance coverage for low-income families would be 
expected to improve their access to care throughout the can-
cer control continuum. On the basis of estimates from the 
NHIS, among individuals aged 18 to 64 years with family 
income ≤138% of the FPL, 9.7 million (26.2%) were cov-
ered by Medicaid and nearly 15.8  million (42.6%) were 
uninsured in 2009; 42.3  million adults would have been 
eligible for Medicaid in 2014 if Medicaid expansion was 
implemented in all states. However, under the differential 
state policies, 14.6 million (34.4%) low-income adults aged 
18 to 64 years were left uninsured in 2014, and this number 
remained high in 2018 (12.6 million; 19.3%).22,35 

Establishment of the Health Insurance Marketplace
The Health Insurance Marketplace, also known as the 
Exchange, was established under the ACA to offer afford-
able health insurance coverage for individuals and families 
without employer-sponsored insurance options, with tax 
credit premium subsidies available for those with incomes 
from 100% to 400% of the FPL and cost-sharing subsidies 
available to those with incomes from 100% to 250% of the 
FPL. The Marketplace also offers health plans for small 
business groups with up to 50 employees. Starting in January 
1, 2014, the state-based health insurance Marketplace 
allowed individuals and small business groups to shop, com-
pare, and choose a plan from the Marketplace, apply for 
financial assistance, and purchase coverage without medical 
underwriting. Moreover, the ACA requires that health plans 
on the Marketplace cover essential health benefits, ban life-
time or annual benefit maximums, and prohibit denials or 
increased premiums based on preexisting conditions.

Introduction of the Marketplace can potentially free 
individuals from “job lock” (inability to leave a job because of 
loss of employer-sponsored insurance), especially for those 
with chronic conditions, including cancer. Cancer survi-
vors were more likely than those without a cancer history to 
report job lock, which may affect their career trajectory and 
quality of life and impose additional economic and psycho-
social burden.36,37 Those with incomes from 100% to 400% 
of the FPL may especially benefit from the Marketplace, 
given the premium and cost-sharing subsidies. On the basis 
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of an estimate from the NHIS, 14 million uninsured adults 
with preexisting conditions in 2013 could have benefited 
from the establishment of the Marketplace.22

Health Insurance Coverage Reform
Substantial research has shown that patient cost-sharing 
is negatively associated with receipt of preventive services, 
treatment, and clinical trial participation among individuals 
with private and public health insurance coverage.38 Several 
provisions of the ACA reduce or eliminate cost-sharing 
with the goal of reducing financial barriers to care. In this 
section, we review health insurance coverage reforms and 
discuss their relevance across the cancer control continuum 
(Table 2).

Elimination of Cost-Sharing for Preventive Services
Beginning September 23, 2010, the ACA required non-
grandfathered private health plans (grandfathered plans are 
those existing before March 23, 2010 and without major 
changes afterward; 56% of adults who get coverage through 
their jobs were enrolled in a grandfathered health plan in 
2011, and the percentage gradually decreased to 16% in 
2018)39 to remove cost-sharing for: preventive services rated 
as “A” (strongly recommended) or “B” (recommended) by 
the US Preventive Services Task Force (USPSTF), Advisory 
Committee on Immunization Practices-recommended vac-
cines, and services for infants, women, and children recog-
nized by the Health Resources and Services Administration. 
The Medicare program also eliminated cost-sharing starting 

FIGURE 2. Medicaid Expansion Status by State as of January 2014 and January 2020.

A Medicaid Expansion Status by State as of January 2014 

B Medicaid Expansion Status by State as of January 2020
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January 1, 2011, for most preventive services rated as “A” or 
“B” by the USPSTF.40 Lung cancer screening for high-risk 
current and former smokers was covered without cost-
sharing by Medicare starting February 2015.41 Before the 
ACA, fee-for-service Medicaid was required to cover certain 
tobacco-cessation services but generally was not required 
to cover preventive care without copayment; Medicaid 

expanded under the ACA was required to cover preventive 
services recommended by the USPSTF and the Advisory 
Committee on Immunization Practices or supported by 
the Health Resources and Services Administration without 
cost-sharing.42

The elimination of cost-sharing for preventive services 
is intended to reduce financial barriers for breast, cervical, 

TABLE 2.  Health Insurance Coverage Reform Under the Affordable Care Act and Access to Care Across the Cancer Control 
Continuum

COMPONENTS
TIME OF 
IMPLEMENTATION

DESCRIPTION

BEFORE ACA AFTER ACA

Elimination of cost-
sharing for preventive 
services

Non-grandfathered 
private health plans: 
September 2010

The privately insured could be responsible 
for a range of cost-sharing for preventive 
services

Non-grandfathered private health plans were required to 
provide coverage without cost-sharing for US Preventive 
Services Task Force (USPSTF) preventive services rated 
as “A” (strongly recommended) or “B”(recommended), 
Advisory Committee on Immunization Practices (ACIP)-
recommended vaccines, and services for infants, women, 
and children recognized by the Health Resources and 
Services Administration (HRSA)

Medicare: January 2011 Medicare enrollees were responsible for 
up to 20% of allowable charges

Medicare also eliminated cost-sharing starting from 
January 1, 2011, for most preventive services 
recommended by the USPSTF

Medicaid: January 2014 Fee-for-service Medicaid was required to 
cover certain tobacco-cessation services 
but generally not required to cover 
preventive care without copayment

Medicaid expanded under the ACA was required to cover 
preventive services recommended by the USPSTF and the 
ACIP or supported by the HRSA without cost-sharing

Closing of the Medicare 
Part D donut hole

Incremental phase-out 
of prescription drug 
coverage gap starting 
in 2011

Medicare Part D beneficiaries paid 100% 
of prescription drug expenses once they 
reached the coverage gap known as 
“the donut hole”; before the gap, cost-
sharing was 25% of expenses; after the 
gap, they reached catastrophic coverage 
and cost-sharing was 5%

Medicare Part D reduced the cost-sharing for beneficiaries 
in the coverage gap incrementally each year to close the 
gap by 2020

Coverage of clinical trial 
participation

January 2014 Medicare covered routine care costs for 
clinical trial participants; routine care 
costs inconsistently covered by private, 
Medicaid, and other health insurances 
under federal and state regulations

Non-grandfathered private health insurance plans were 
required to cover routine care costs for clinical trials

Essential health benefits January 2014 Essential health benefits often were not 
covered by individual plans

Non-grandfathered individual and small group health 
plans were required to cover 10 categories of essential 
health benefits, including: 1) ambulatory patient services; 
2) emergency services; 3) hospitalization; 4) maternity 
and newborn care; 5) mental health and substance use 
disorder services, including behavioral health treatment;  
6) prescription drugs; 7) rehabilitative and habilitative 
services and devices; 8) laboratory services; 9) preventive 
and wellness services and chronic disease management; 
and 10) pediatric services, including oral and vision care

Use of adjusted 
community rating 
and elimination of 
preexisting condition 
exclusion

January 2014 Health insurers in most states frequently 
priced insurance premiums based on 
factors such as sex, occupation, and 
medical history; they could even deny 
coverage or decline claims for persons 
with preexisting health conditions

Non-grandfathered health plans were required to use 
“adjusted community rating” to set premiums, in which 
they can price insurance by pooling policyholders  
within a geographic area into a single risk pool and 
set premiums only based on 4 factors: family size, age, 
geographic area, and tobacco use; more specifically, the 
ACA prohibits denials of coverage, increases of premiums, 
or declining of claims for people with preexisting  
conditions for non-grandfathered health plans

Abbreviation: ACA, The Patient Protection and Affordable Care Act.
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colorectal and lung cancer screenings, genetic counseling 
and testing for BRCA mutations, HPV vaccination, smok-
ing cessation, and obesity counselling among eligible indi-
viduals. Before this provision, out-of-pocket costs could pre-
vent individuals from receiving these recommended services. 
For example, for colonoscopy, which cost >$2000 in 2008, 
Medicare enrollees were responsible for up to 20% of allow-
able charges, and the privately insured could be responsi-
ble for a range of cost-sharing.43 According to an estimate 
from the NHIS, approximately 86.8 million adults covered 
by private insurance, 41.5  million covered by Medicare, 
and 10.1  million covered by Medicaid were age-eligible 
for at least one type of cancer screening in 2009 and could  
have benefited from reduced financial barriers via this  
provision. However, some plans do not provide coverage 
for diagnostic care or other follow-up services if a preven-
tive screening shows something abnormal, and there can be 
complexity in distinguishing screening care from diagnostic 
care, which could entail substantial out-of-pocket costs.44 
For example, women may face substantial out-of-pocket 
costs for diagnostic mammograms after an abnormal screen-
ing test.45

Closing of the Medicare Part D Donut Hole
Medicare beneficiaries without private supplemental insur-
ance can receive oral prescription drug coverage through 
Medicare Part D, in which private plans contract with 
the Medicare program to provide the drug benefits. The 
Medicare Part D donut hole, also known as the Part D 
coverage gap, refers to the point at which prescription 
drug expenses exceed the initial coverage limit of the plan 

but have not yet reached the catastrophic coverage level,  
when prescription drug costs are once again covered  
(Fig. 3).46,47 Before the ACA, once in the coverage gap, 
patients paid 100% of their medication costs, as opposed to 
25% coinsurance before the donut hole for standard plan 
designs and 5% after the donut hole.46 Starting in 2011, 
the ACA has required incremental Part D benefit design 
changes annually to reduce the cost-sharing for beneficiaries 
while in the donut hole.48 As of 2019, Part D enrollees pay 
25% of the cost of brand-name drugs and 37% of the cost of 
generic drugs once in the donut hole.48 By 2020, enrollees 
with standard plan designs will pay 25% of all drug costs until 
they reach the catastrophic coverage level.48

Earlier research found that about one-fourth of 
Medicare beneficiaries reached the donut hole in 2007,49 
of whom about 20% skipped or took less medications 
because of cost.50,51 It was estimated that about 3.4  mil-
lion Medicare Part D enrollees reached the coverage gap 
and faced the full cost of their prescriptions in 2007 who 
potentially could benefit from the provision.49 Patients with 
cancer and survivors are more likely to reach the donut hole 
because they tend to have a higher need for prescription 
drugs than adults without a cancer history. More important, 
the use of orally administered, expensive anticancer medi-
cations has increased rapidly,52 imposing a financial burden 
on patients. This provision also benefits those taking ral-
oxifene or other drugs for cancer prevention. With various 
chronic conditions common among cancer survivors, such 
as cardiovascular diseases and diabetes,53 this provision may 
also improve their adherence to other long-term medication 
use for chronic conditions.

FIGURE 3. Medicare Part D Benefit Design Before and After the Closing of the Part D Donut Hole. Medicare Part D Benefit Design is illustrated (A) before 
2011 and (B) in 2020.
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Coverage of Routine Care Costs During Clinical Trial 
Participation
Before the ACA, routine care costs during clinical trial 
participation (defined as all items and services that the 
payer would cover for a patient not enrolled in a clinical 
trial,54 including hospital visits, imaging, laboratory tests, 
and medications) were covered by Medicare but were not 
consistently covered by other health insurance plans under 
federal and state regulations. As of January 1, 2014, the 
ACA required private health insurance plans to cover  
routine care costs for clinical trials.

Coverage of routine care costs during clinical trial par-
ticipation is intended to increase clinical trial enrollment 
overall and potentially reduce disparities in participation 
and improve generalizability of trial results. Because clinical 
trials are the gold-standard approach for testing the efficacy 
of new prevention, screening, and treatment interventions 
for cancer, enrollment and participation of eligible patients 
in trials is critical. Enrollment in clinical trials has played 
an important role in improving the 5-year survival rate to 
>80% for patients with childhood cancers.55 However, from 
2000 to 2009, <5% of adult patients with cancer enrolled 
in clinical trials in the United States, and the high out-of-
pocket costs were recognized as an important barrier, even 
among those with insurance coverage.56 In addition, vulner-
able populations, such as racial/ethnic minorities, women, 
the elderly, and people with lower income, were less likely to 
enroll in cancer clinical trials.57

Essential Health Benefits
Beginning in January 2014, the ACA required non-
grandfathered individual and small group health plans to 
cover 10 categories of essential health benefits, includ-
ing: 1) ambulatory patient services, 2) emergency services,  
3) hospitalization, 4) maternity and newborn care,  
5) mental health and substance use disorder services 
including behavioral health treatment, 6) prescription 
drugs, 7) rehabilitative and habilitative services and devices,  
8) laboratory services, 9) preventive and wellness services 
and chronic disease management, and 10) pediatric ser-
vices, including oral and vision care.58

Several categories of the essential health benefits are 
closely related to access to care across the cancer control 
continuum. For instance, coverage for preventive services 
will likely improve cancer screening, and coverage for pre-
scription drugs will likely reduce the financial burden on 
patients with cancer from the high cost of medication and 
reduce drug nonadherence. Other health benefits, such as 
coverage for hospitalization, mental health, rehabilitative 
and habilitative services and devices, laboratory services, and 
emergency services, will also improve access to cancer care 
directly or indirectly.59

Use of Adjusted Community Rating and Elimination 
of Preexisting Condition Exclusion
Before the ACA, health insurers in most states frequently 
priced insurance premiums based on factors such as sex, 
occupation, and medical history,60 and they could even 
deny coverage or decline claims for persons with preexisting 
health conditions.61 Starting January 1, 2014, the ACA has 
required non-grandfathered health plans to use an “adjusted 
community rating” to set premiums, in which they can price 
insurance by pooling policyholders within a geographic area 
into a single risk pool and set premiums based on only 4 
factors: family size, age, geographic area, and tobacco use.60 
More specifically, the ACA prohibits denials of coverage, 
increases of premiums, or declining of claims for people with 
preexisting conditions for non-grandfathered health plans.61 
In contrast, tobacco users may face up to 50% higher premi-
ums (tobacco premium surcharge) than nonsmokers under 
the Marketplace.62

The use of adjusted community rating and elimination of 
the preexisting condition exclusion are intended to protect 
patients, including patients with cancer and cancer survivors, 
from coverage denials or substantial out-of-pocket costs. It 
was estimated that out-of-pocket spending would triple 
among those with cancer from 2014 to 2016 if preexisting 
conditions were excluded from coverage.63 Meanwhile, these 
provisions may also minimize the risk of job lock for patients 
with cancer and cancer survivors.

Payment and Delivery System Reform
The ACA also contains components that catalyze 
health care payment and delivery system reforms with 
the “Triple Aim”: improving quality of care, reducing 
health care costs, and improving patient outcomes.64 
Historically, the United States has used a fee-for-service 
health care payment model, in which separate payments 
are made to providers for each individual service during 
the course of all treatments. The fee-for-service model 
incentivizes a greater volume of services, regardless of the 
quality and costs of care or patient outcomes.65 Payment 
reforms under the ACA seek to shift reimbursement 
away from traditional fee-for-service care to value-based 
care through better care coordination and elimination 
of duplicative services. Established under the ACA, the 
Center for Medicare & Medicaid Innovation (CMMI) 
has developed and tested new payment and service deliv-
ery models to evaluate results and advance best prac-
tices.66 Delivery models include patient-centered medi-
cal homes, accountable care organizations (ACOs), and 
episode-based payment models. All these types of mod-
els can affect the receipt of cancer prevention, screening, 
diagnosis, treatment, and survivorship care; few are spe-
cific to cancer care.
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Patient-Centered Medical Homes
The patient-centered medical home is a model of the organ-
ization of primary care that delivers the core functions of 
primary health care through a coordinated medical home.5 
One cancer-relevant example is the Community Oncology 
Medical Home (COME HOME) initiative, which has 
been supported by Health Care Innovation Awards from 
the CMMI. The COME HOME initiative offers a series of 
services, including patient education and counseling, team-
based care, and enhanced patient access, to improve the 
quality and outcomes of health care.

Accountable Care Organizations
Another type of service delivery model is the Accountable 
Care Organization (ACO), which was developed before the 
ACA by the Center for Medicare & Medicaid Services. An 
ACO is a network of physicians, hospitals, and other health 
care providers who share medical and financial risks by pro-
viding coordinated care to Medicare fee-for-service ben-
eficiaries. Under an ACO, a group of providers is eligible 
to share the resulting savings if it meets quality standards. 
Although there are no cancer-specific ACOs, they may have 
effects across the cancer control continuum because of the 
substantial and growing program enrollment.

Bundled Payment Models
Another type of payment reform under the CMMI is the 
episode-based or bundled payment model, in which pro-
viders receive a fixed payment for all the services performed 
to treat a patient during a specific episode of care. The 
Oncology Care Model (OCM), a bundled payment model 
provides per-patient per-month payments over a 6-month 
episode while Medicare beneficiaries are receiving cancer 
treatment. The goal of the OCM is to incentivize better 
coordinated care in participating practices through patient 
navigation, provision of treatment summaries, and using 
data for continuous quality improvement. As of 2019, 
176 oncology practices in 34 states that have Medicare 
providers and furnish chemotherapy are participating in 
the OCM.67 Participation requirements include providing 
enhanced services, such as patient access 24 hours a day, 
7 days a week, the use of certified electronic health record 
technology, and the use of data to drive continuous quality 
improvement.68,69 The OCM was officially launched on 
July 1, 2016, and evaluations of the OCM and other pay-
ment models are ongoing.

Overview of Research Addressing the ACA and 
Cancer Care
In this section, we highlight selected, well designed stud-
ies addressing the effects of the ACA on health insurance 
coverage and access to care throughout the cancer con-
trol continuum and on cancer-related health outcomes. 

We selected studies based on generalizability of findings 
and study design, including large, nationally representa-
tive, or population-based samples identified from national 
surveys or cancer registries and appropriate and contem-
porary comparison groups with appropriate methods and 
statistical tests.

Health Insurance Coverage Expansion
To evaluate the effects of health insurance coverage expan-
sion provisions on insurance coverage and access to care 
throughout the cancer control continuum, a difference-in-
differences (DID) approach has frequently been used to 
assess changes in study outcomes in an expansion-eligible 
population, or the intervention group, from the pre-ACA 
period to the post-ACA period, using the corresponding 
changes in a noneligible population as a control group. The 
DID approach is considered a quasiexperimental design and 
it incorporates any secular trends that can affect care in both 
the intervention and control populations (Fig. 4).

Dependent coverage expansion
Studies conducted in the general population have shown 
that the DCE increased health insurance coverage among 
young adults aged 19 to 25 years.70,71 According to an esti-
mate from the NHIS, the percentage of uninsured adults 
aged 19 to 25 years decreased from 34% in 2010 to 20% in 
2014.19

Several studies have examined the effects of DCE on 
HPV vaccination and receipt of Pap testing. A study based 
on NHIS data from 2008 to 2012 reported that the percent-
ages of HPV vaccine initiation and completion increased 6.8 
and 4.3 percentage points (ppt), respectively, among women 
aged 19 to 25 years; with greater increases of 7.7 and 5.8 ppt,  
respectively, compared with those aged 18 or 26  years.72 
Another study using data from the 2009 to 2012 Medical 
Expenditure Panel Survey, a nationally representative 

FIGURE 4. Difference-in-Difference Analysis.
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household survey, found little change in the receipt of Pap 
testing among young women aged 19 to 25 years after the 
DCE; however, cervical cancer screening recommendations 
changed to less frequent Pap testing and later starting age 
during the same period with the addition of cytology plus 
HPV-DNA cotesting.70

Several studies evaluated the effects of DCE on health 
insurance coverage among young adult patients with newly 
diagnosed cancer. Overall, DCE was generally associated 
with an increase in insurance coverage. For example, an ear-
lier study using data from 2007 to 2012 in the Surveillance, 
Epidemiology, and End Results (SEER) cancer registry pro-
gram showed that patients aged 19 to 25 years with cancer 
had a 1.4-ppt decrease in the percentage of uninsured and 
a 2.0-ppt net reduction compared with those aged 26 to 
34 years after DCE.73 Another study using the SEER data 
from 2007 to 2012 found that patients aged 18 to 25 years 
with cancer had a 3.1-ppt net increase in the percentage of 
being insured compared with those aged 26 to 29 years.74 
Another earlier study using data from 2003 to 2015 in the 
National Cancer Database (NCDB), a nationwide, hospital- 
based cancer registry, showed that private insurance among 
patients with newly diagnosed cancer aged 19 to 25  years 
increased by 0.5 per quarter after the DCE, and Medicaid 
coverage for those aged 19 to 25 years and 27 to 34 years 
increased after the 2014 Medicaid expansion.75

Studies also found that DCE was associated with an ear-
lier stage of cancer diagnosis among young adult patients. For 
example, a study using NCDB data from 2007 to 2012 found 
a 5.5-ppt decrease in late-stage (stages III/IV) cervical cancer 
diagnosis for women aged 21 to 25 years after the DCE and a 
net decrease of 7.3 ppt in late-stage diagnosis compared with 
those aged 26 to 34 years.76 By using SEER data from 2007 
to 2012, another study found a 2.7-ppt increase in diagnosis 
at stage I disease for patients aged 19 to 25 years compared 
with those aged 26 to 34 years for all cancers combined.73 
Analyses by cancer site showed that the DCE was associated 
with earlier stage of cervical cancer and osseous and chondro-
matous neoplasms at diagnosis, both of which are detectable 
by either screening or clinical manifestation.73

A few studies focused on the effects of DCE on can-
cer treatment. Some of these studies suggested that DCE 
improved access to treatment. For example, an earlier study 
using NCDB data from 2007 to 2012 found an increase 
of 12.8 ppt in the receipt of fertility-sparing treatments 
among patients with cervical cancer aged 21 to 25 years and 
a net increase of 13.4 ppt compared with those aged 26 to 
34  years.76 Another recent study using NCDB data from 
the 2007 to 2013 found that patients aged 19 to 25 years 
with stage IIB through IIIC colorectal cancer (CRC) were 
more likely to receive timely adjuvant chemotherapy, with no 
changes observed in the control group (aged 27-34 years).77 
The effect of the DCE on treatment may vary by cancer 

type and treatment modality. For example, one study using 
NCDB data from 2007 to 2013 did not find any reduction 
in time to surgery, chemotherapy, or radiation therapy post-
DCE for women with early stage breast cancer aged 19 to 
25 years compared with those aged 26 to 34 years.78 This 
may be caused in part by the growing use of genetic testing 
in breast cancer treatment during this period, which can pro-
long the time between diagnosis and treatment initiation.

Medicaid expansion
Earlier studies conducted in the general population have 
shown that Medicaid expansion increased health insurance 
coverage among adults aged 18 to 64 years.79,80 According 
to an estimate from the NHIS, the percentage uninsured 
decreased from 20.4% in 2013, to 16.3% in 2014, and 12.8% 
in 2015 among adults aged 18 to 64 years.81-83

A few studies examined the association between 
Medicaid expansion and smoking cessation,84,85 which is 
key to preventing smoking-related cancers, including those 
of the lung, head and neck, urinary tract, and pancreas. For 
example, using data from the 2011 to 2015 Medicaid State 
Drug Utilization Database, which included all states’ data 
for outpatient prescription medications (initial fills and 
refills) covered under the Medicaid drug rebate program, 
for which Medicaid serves as a third-party payer, expansion 
states experienced a net increase of 89 cessation prescription 
medication fills and refills per 100,000 nonelderly adults per 
quarter, or 36%, compared with nonexpansion states after 
the ACA.84

Most earlier studies evaluating the effects of Medicaid 
expansion on cancer screenings focused on low-income 
adults, the target population of Medicaid expansion, with 
various findings across screening types. For example, a study 
using 2012 and 2016 data from the Behavioral Risk Factor 
Surveillance System (BRFSS), a nationwide state-based 
household survey, found that low-income adults in expan-
sion states experienced greater increases in adjusted rates of 
self-reported colonoscopy and Pap smears compared with 
those in nonexpansion states, but no significant adjusted 
DID was observed for mammography use.86 Another study 
using 2012, 2014, and 2016 BRFSS data examined up- 
to-date breast and CRC screening (colonoscopy, sigmoid-
oscopy, or a stool test) as well as recent CRC screening. 
Furthermore, it classified expansion status into very early 
expansion states (expanded before 2014), early expansion 
states (expanded Medicaid during 2014), late expansion 
states (expanded Medicaid after 2014), and nonexpan-
sion states.87 The study found that recent CRC screening 
significantly grew in very early and nonexpansion states, 
whereas no significant change was observed in early and late 
expansion states, and a 4.9-ppt net increase in recent CRC 
screening was observed in very early expansion states com-
pared with nonexpansion states. These results suggest that 
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large-scale improvements in CRC screening may take time 
after expansion. No net increases were observed in breast 
cancer screening in expansion states compared with nonex-
pansion states, and the authors hypothesized that the lack 
of increase in breast cancer screening may be attributed to 
widely conducted mammography support programs among 
uninsured low-income populations, such as the Centers 
for Disease Control and Prevention’s Breast and Cervical 
Cancer Early Detection Program.

A substantial body of research has demonstrated that 
Medicaid expansion is associated with coverage gains among 
patients aged 18 to 64 years who have newly diagnosed can-
cer.88-90 For example, a study using NCDB data from 2011 
to 2014 found a 3.3-ppt net reduction in the percentage 
uninsured and an 8.8-ppt net increase in the percentage with 
Medicaid coverage in Medicaid expansion states compared 
with nonexpansion states.88 The findings were similar in 
another study using population-based cancer incidence data 
for the period from 2010 to 2014 for 40 states participating in 
the North American Association of Central Cancer Registries 
(NAACCR). The study indicated that uninsured patients 
decreased from 5.2% to 2.6% in Medicaid expansion states 
and decreased from 8.7% to 7.8% in nonexpansion states, with 
Medicaid expansion states experiencing a 1.3-ppt net reduc-
tion in the percentage uninsured compared with nonexpan-
sion states.89 Another study based on SEER data from 2010 
to 2014 for 13 states found a 2.4-ppt net reduction in the 
percentage uninsured associated with Medicaid expansion.90

Among patients with newly diagnosed cancer, 2 of 
the above studies also examined the effects of Medicaid 
expansion on cancer stage at diagnosis. The study using 
NCDB data from 2011 to 2014 found a small but sig-
nificant shift toward early stage (stage I) at diagnosis for 
cancers with evidence-based screening tests or cancers 
amenable to early symptom assessment, including cancers 
of the colorectum, lung, and female breast, melanoma, as 
well as pancreatic cancer, in expansion states; however, 
the shift was not significantly greater compared with that 
in nonexpansion states.88 Another study using popula-
tion-based cancer incidence data from 2010 to 2014 in 
NAACCR reported increased early stage (stages 0 and I) 
diagnoses in Medicaid expansion states for most cancer 
types and found a net increase (0.4 ppt) in earlier stage 
diagnosis for all selected cancers combined associated with 
Medicaid expansion.89 Similarly, another study based on 
SEER data from 2010 to 2014 also found that Medicaid 
expansion was associated with a net increase in early stage 
(in situ, local, or regional) diagnoses of 15.4 per 100,000 
population, or 6.4%, for all cancers combined.91

Coverage gains were also observed in cancer survivors. 
For example, a study using data from 2011 to 2017 in the 
BRFSS found that the percentage uninsured among can-
cer survivors decreased from 13.1% to 7.7% in Medicaid 

expansion states between 2013 and 2014 and continued 
to decrease in 2015 to 5.5%. Overall, the percentage unin-
sured among cancer survivors decreased from 12.8% pre-
ACA to 6.0% post-ACA in expansion states and decreased 
from 18.2% pre-ACA to 13.4% post-ACA in nonexpansion 
states, with a 1.8-ppt net decrease associated with Medicaid 
expansion.92 Similar findings were reported elsewhere, with 
greater declines in the percentage uninsured among low- 
income cancer survivors.93

A few studies evaluated Medicaid expansion and health 
care delivery and affordability among cancer survivors and 
found that Medicaid expansion was associated with declines 
in problems affording care. For example, the study using 
BRFSS data from 2011 to 2017 found that the percentage 
of cancer survivors who could not afford to see a physician 
in the past 12 months decreased 5.6 ppt in expansion states 
and 2.6 ppt in nonexpansion states, resulting in a 2.9-ppt 
net decrease in reporting care unaffordability associated 
with Medicaid expansion after adjusting for sociodemo-
graphic factors.92 Similarly, another study using BRFSS data 
from 2011 to 2015 also found that Medicaid expansion was 
related to decreases in reporting care unaffordability as well 
as medication unaffordability.86

Several studies also evaluated the effects of Medicaid 
expansion on health disparities among screening-eligible 
adults as well as those diagnosed with cancer. For example, the 
study using BRFSS data from 2012, 2014, and 2016 found 
that differences in CRC screening prevalence between groups 
with low annual income (<$25,000) and medium-to-high  
annual income (≥$25,000) narrowed in very early, early, and 
nonexpansion states, but the greatest narrowing occurred in 
very early expansion states.87 Another study using NCDB 
data from 2011 to 2014 found that the difference in the per-
centage uninsured between low-income (≤138% FPL) and 
high-income (>400% FPL) patients with cancer narrowed 
in expansion states, whereas it remained stable in nonexpan-
sion states.88 The study based on NAACCR data from 2010 
to 2014 found that disparities in the percentage uninsured 
by race/ethnicity, poverty, and rurality diminished or were 
eliminated among patients with newly diagnosed cancer in 
expansion states and remained stable among those in nonex-
pansion states, highlighting the promising role of Medicaid 
expansion in reducing disparities among sociodemographic 
subpopulations. Among cancer survivors aged 18 to 64 years, 
the study using BRFSS data from 2011 to 2017 found that 
the reductions in disparities of noninsurance and care unaf-
fordability by sociodemographic factors, such as sex, income, 
employment, and the number of comorbidities, were larger 
in Medicaid expansion states than in nonexpansion states.92

Establishment of the Marketplace
Current research on ACA coverage expansion and cancer 
care has mainly focused on DCE and Medicaid expansion, 
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without specifically examining the Marketplace. The find-
ings in nonexpansion states, generally serving as the con-
trol in Medicaid expansion studies, can be used to infer the 
changes from the establishment of the Marketplace after the 
ACA implementation. For example, the study using NCDB 
data from 2011 to 2014 found that, in nonexpansion states, 
the percentage uninsured among patients with newly diag-
nosed cancer decreased from 9.4% to 7.7%, and the percent-
age covered by private insurance increased from 69.0% to 
70.8%, indicating that the establishment of the Marketplace 
was associated with an increase in coverage.

Health Insurance Coverage Reform
In this section, we highlight selected, well designed stud-
ies that examined the effects of health insurance coverage 
reform on access to cancer care. We selected studies based 
on generalizability of findings and appropriate study design.

Elimination of cost-sharing for preventive services
Studies focusing on the elimination of cost-sharing and 
cancer screening showed inconsistent findings for both pri-
vate insurance and Medicare beneficiaries.94-98 For example, 
a study using NHIS data from 2008 and 2013 found that, 
after implementation of the provision in 2011, the CRC 
screening prevalence increased by 5.9 ppt and 9.8 ppt for 
Medicare beneficiaries with or without private supplemen-
tal coverage, respectively.44 In addition, increases in mam-
mography use were only observed among Medicare ben-
eficiaries with private supplemental coverage but not for 
those without supplemental coverage.44 In contrast, studies 
based on Medicare claims data from 2009 to 2012 reported 
an increase in mammography uptake but little change for 
colonoscopy after the provision eliminating cost-sharing for 
preventive services.95,99 For the privately insured, inconsist-
ent findings were also reported. For example, a study based 
on Medical Expenditure Panel Survey data from 2007 to 
2014 showed 3.1-ppt and 4.7-ppt decreases in Pap smear 
and mammography use, respectively, among those who were 
privately insured after the provision,98 whereas little increase 
was observed in other studies.44,97

The inconsistent findings on the cost-sharing provision 
and the use of cancer screening could be partially explained 
by the change in guideline recommendations to less frequent 
screening and later starting age for cervical and breast cancer 
screening around the same period of the ACA, which might 
have offset the effects of the provision.100 In addition, the 
unexpected expenses after an abnormal screening test may 
discourage screening and counteract the intended effects of 
the elimination of cost-sharing for screening services, which 
brought additional complexity to interpretation of the stud-
ies. The cost-sharing for cancer screenings might already 
have been covered before the ACA by some health plans, 
other screening programs, or the Centers for Disease Control 

and Prevention’s National Breast and Cervical Cancer Early 
Detection Program. Moreover, most studies did not distin-
guish grandfathered policies, which were not subject to this 
provision, from other private plans. Screening also might 
not be a priority for people who just recently gained health 
insurance coverage.87 Other factors, such as limited years of 
data and health insurance literacy on screening, might also 
lead to the inconsistent findings.44,101

Closing of the Medicare Part D donut hole
Studies conducted in the general population have found that 
closing the Medicare Part D donut hole reduced out-of-
pocket spending for prescription drugs for Part D beneficiar-
ies, especially for those who fell into the doughnut hole.102,103 
On the basis of drug information from the Medicare July 
2014 Prescription Drug Plan Formulary from the Centers 
for Medicare & Medicaid Services, one study projected the 
changes in out-of-pocket costs for existing orally adminis-
tered anticancer medications before and after the Medicare 
Part D donut hole began closing.104 That study indicated 
that this provision would lead to a savings of approximately 
$2550 each year after the donut hole is fully closed in 2020; 
but the median annual out-of-pocket cost would still be up to 
$5663 across all insurance products.104 However, we found no  
studies addressing the effects of the provision to close the 
donut hole among patients with cancer and survivors.

Coverage of routine care costs for clinical trial participants
To date, the effects of coverage of routine care costs for 
clinical trial participants on trial enrollment and completion 
have not been evaluated directly. However, a few studies have 
assessed the effects of the clinical trial coverage provision in 
oncology on intermediate outcomes, such as health insur-
ance clearance (a process to determine whether the patient’s 
health insurance qualifies for clinical trial coverage) or denial, 
and reported mixed findings. On the basis of data from a sin-
gle clinical center, the percentage of health insurance clear-
ance for patients with cancer who were being considered for 
clinical trials during 2012 through 2015 increased, and the 
likelihood of prolonged clearance lowered, after the clinical 
trial coverage provision in 2014.105 However, another study 
using data from 252 cancer research centers and commu-
nity-based institutions showed that insurance denials and 
delays continued after the ACA provision.106

Essential health benefits
To date, no studies have been conducted to examine the 
effects of the addition of the essential health benefits provi-
sion on cancer care.

Use of adjusted community rating and elimination of 
preexisting condition exclusion
To date, no studies have been conducted to examine the 
effects of the use of adjusted community rating and the elim-
ination of preexisting condition exclusion on cancer care.  



The Affordable Care Act and Cancer Care

12 CA: A Cancer Journal for Clinicians

Studies focusing on the tobacco premium surcharge under 
the ACA Marketplace found a decline in insurance coverage 
or a lack of affordable coverage among tobacco users,62,107 
whereas no significant increase in smoking cessation was 
observed among those living in states with a tobacco sur-
charge compared with those living in states with no tobacco 
surcharge.62 This may be because cessation is much more 
difficult as a behavior change than getting a screening test. 
Alternatively, putting a “price” on smoking can alleviate the 
guilt of engaging in it.62

Payment and Delivery System Reform
Several studies have evaluated the effects of payment 
and delivery system reforms in the general population, 
and evaluations of outcomes and spending typically are 
conducted by comparing patients attributed to partici-
pating practices with similar patients treated in the fee- 
for-service setting before and after model implementation. 
However, only a few studies have examined the effects of 
payment and delivery system reform on access and cost of 
cancer care. The COME HOME model, which is a medi-
cal home program implemented in community oncology 
practices aimed at improving quality of care and patient 
outcomes and reducing care cost, is associated with lower 
likelihood of emergency department visits and spending 
for patients with any of 7 cancer types,108 especially at the 
end of life.109

Significant improvements in screening for CRC have 
been reported for Medicare beneficiaries attributed to 
ACOs, although declines or no effects were observed for 
mammography screening in women.110,111 There are no 
cancer-specific ACOs, although several studies have noted 
modest or no effects on treatment intensity or spending 
at the end of life for Medicare beneficiaries with a cancer 

diagnosis.112,113 An early evaluation of the OCM during 
the first performance period compared volunteer practices 
with propensity score-matched control practices before and 
after implementation using a DID approach.69 That study 
found small declines in intensive care unit admissions and 
emergency department use, with significantly lower use in 
the last 30 days of life. Spending per episode did not differ 
significantly. Additional evaluation of payment models and 
the OCM is ongoing.

Future Research Directions for the ACA and 
Cancer Care
Many studies have examined the effects of the ACA on 
access to cancer care, as highlighted in the sections above. 
Nevertheless, substantial research gaps remain. In this sec-
tion, we review emerging issues and changes related to the 
ACA and cancer care and highlight research gaps.

Continued Monitoring of the Effects of the ACA
To date, research on the ACA and cancer care has mainly 
focused on the DCE, Medicaid expansion, and elimination 
of cost-sharing for preventive services on cancer care and 
outcomes. Few studies have assessed the effects of other 
provisions, such as the establishment of the Marketplace, 
closing of the Medicare Part D donut hole, and payment 
and delivery system reforms (Table 3). For example, little 
is known about the effects of the Marketplace, which cov-
ered about 8 to 12 million individuals each year during 2014 
through 2019, on access to cancer prevention and screen-
ing, care, and outcomes.114 Notably, this provision is likely 
to have far-reaching effects for patients with cancer and 
survivors because ACA-compliant insurers are no longer 
allowed to deny coverage or set higher premiums because of 
their preexisting medical conditions. Future studies should 

TABLE 3.  Research Gaps in Understanding the Effects of the Affordable Care Act on Cancer Care

COMPONENT PROVISION

COMPONENT OF THE CANCER CONTROL CONTINUUMa

PREVENTION SCREENING DIAGNOSIS TREATMENT SURVIVORSHIP END-OF-LIFE CARE

Health insurance 
expansion

Medicaid expansion + + ++ +++ +++ +++

Dependent coverage expansion + + ++ +++ +++ +++

Establishment of the 
Marketplace

+++ +++ +++ +++ +++ +++

Health insurance 
coverage reform

Elimination of cost-sharing for 
preventive services

+ + +++

Coverage of routine care costs 
for clinical trial participants

+++ +++ +++ +++ +++ +++

Closing of the Part D donut hole +++ +++ +++ +++ +++ +++

Essential Health Benefits +++ +++ +++ +++ +++ +++

Payment and delivery system reform +++ +++ +++ +++ +++ +++
aNote: + indicates the area is relatively well-studied. ++ indicates the area had been studied but the results were inconsistent, and more research are needed.  
+++ indicates few studies had been done.
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monitor plan enrollment under the Marketplace and should 
examine the effects of the patient protections, including the 
preexisting conditions provision, on health insurance cover-
age, premiums, patient cost-sharing, and the ban on annual 
and lifetime limits.

The stated goals of the ACA are to improve health insur-
ance coverage, the quality of care, and patient outcomes, and 
to maintain or lower costs. However, to date, most studies 
have focused on improvements in insurance coverage, pre-
vention, screening, and stage at diagnosis, with few studies 
on other structure and process quality-of-care measures, 
patient outcomes such as treatment and survival, and costs, in 
part because of the limited years of data after the ACA. For 
example, for those provisions implemented in 2014, 5-year 
relative survival rates among patients who were diagnosed 
with cancer after the ACA are not yet available. As data 
post-ACA continue to mature, assessing the ACA’s effects 
on access to cancer treatment and survival will be critical. 
In addition, only a few studies have focused on the ACA 
and genetic testing and smoking cessation to date. Ongoing 
evaluation will be important.

Most earlier studies focused on the effects of only a single 
provision of the ACA on coverage gains in the early years 
after implementation. Several studies have suggested that 
large-scale changes in care may require longer duration of 
implementation.87 Ongoing monitoring of the long-term 
effects of all ACA provisions will be important. In addi-
tion, understanding the differential and synergistic effects 
of multiple provisions is limited. One study evaluating the 
effect of both DCE and Medicaid expansion on insurance 
coverage among young adult patients with newly diagnosed 
cancer found that, although private insurance coverage 
increased incrementally after the DCE, an immediate gain 
in Medicaid coverage was observed after Medicaid expan-
sion.75 Improvement in health insurance coverage and access 
to care could be caused by multiple provisions. For exam-
ple, young females living in expansion states could benefit 
from DCE, Medicaid expansion, and cost-sharing provision 
at the same time and have an improved access to cervical 
cancer screening. Understanding how these policies interact 
with other social determinants of health will be an import-
ant area for study.

Health Insurance Coverage Disruptions and Shifts 
Under the ACA
To date, most research evaluating the effects of the ACA has 
focused on coverage gains, and little has examined the potential 
effects of the ACA on coverage disruptions, which are asso-
ciated with worse access to cancer care and outcomes.115,116 
Several provisions under the ACA aiming at improving cov-
erage may also help facilitate coverage continuity.117

Similarly, concerns have been raised about the cover-
age shifts under the ACA,118 as a shift in health plan may 

require additional enrollment process time and cause delayed 
or forgone care. A prior study has shown that about 50% (or 
28 million adults) of adults in the United States with income 
below 200% of the FPL are likely to have at least one income 
fluctuation that will lead to a shift between Medicaid and 
the Marketplace within 1 year.118

Health Insurance Literacy Related to the ACA
With the growing numbers of newly insured individuals 
under the ACA, concerns have been raised about health 
insurance literacy and the ACA among the reform benefi-
ciaries.119 Low health insurance literacy has been shown to 
impede access to care in the general population.120 Future 
studies evaluating the effects of different provisions, cov-
erage disruptions and plan shifts, and health insurance 
literacy and plan enrollment on access to cancer care are 
warranted.

Emerging Health Policy Issues
Since implementation of the ACA, emerging policy issues 
may challenge the observed improvements in health care. 
Proposed Medicaid changes such as work requirements, 
which impose work as a requirement of Medicaid eligibil-
ity, have been implemented or approved in 17 states as of 
November 2019. These changes may cause Medicaid disen-
rollment and impede access to care throughout the cancer 
control continuum.121 State decisions in Medicaid expan-
sion may widen existing disparities by state expansion status 
in health insurance coverage and exacerbate the inequalities 
in access to care and cancer outcomes. A coverage gap for 
adults who are ineligible for Medicaid and Marketplace 
subsidies also remains in nonexpansion states. The emerg-
ing high-deductible health plans, which represented 30% of 
employer-sponsored health plans and approximately 90% of 
Marketplace plans in 2019,122 are gradually changing the US 
health insurance landscape. High-deductible health plans 
may also lead to less frequent use of cancer screening and 
delaying or forgoing care because of cost.123-125 Currently, 
only 10 states and the District of Columbia have policies 
that require Medicaid coverage of routine medical care costs 
because of clinical trial participation, potentially limiting 
access for patients with cancer in the remaining 40 states.126 
Narrow networks, which were designed to control care costs 
through providing enrollees access only to a small set of 
physicians and providers, are common in the Marketplace, 
representing >50% of the Marketplace plans.127 Narrow 
networks may limit access to care for enrollees or impose 
high cost-sharing if they choose providers outside of their 
networks because insurance benefits under the ACA, such 
as annual limits on patients’ out-of-pocket spending and 
prohibition of annual and lifetime caps, are only applied to 
in-network services.127 Short-term health plans, which do 
not have to cover ACA-mandated “essential health benefits,” 
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such as prescription drugs and preventive care, also are not 
required to comply with the preexisting condition provision 
or lifetime and annual limits.128 Because the ACA mandate 
penalty was repealed effective 2019, purchasing of short-
term plans as a lower premium option is likely to increase, 
adversely affecting the Marketplace established by the ACA. 
These plans may limit access to preventive and cancer care, 
leading to higher risks of out-of-pocket costs burden. To 
understand how emerging policy issues will affect health 
insurance coverage and access to cancer care, ongoing sur-
veillance of the effects of these changes on insurance cover-
age is needed. Future research should also focus on the sub-
sequent effects throughout the cancer control continuum.

Conclusions
In this review, we described key ACA provisions and high-
lighted selected well-designed studies examining the effects 

of these provisions on health insurance coverage and access 
to health care throughout the cancer control continuum. We 
highlighted research gaps and discussed emerging policy 
issues and challenges for the ACA. Findings from earlier 
studies suggested that the ACA has improved health insur-
ance coverage, receipt of prevention and screening services, 
and early stage diagnosis. Knowledge gaps on the effects of 
the ACA on access to cancer treatment and survival, quality 
of cancer care, and costs remain and should be addressed 
with the maturation of cancer data post-ACA. Furthermore, 
ongoing research on existing and emerging policy issues will 
inform future efforts to improve cancer outcomes and reduce 
disparities in the United States. ■
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