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Insurance-Mediated Disparities in
Gynecologic Oncology Care

Anna Jo Bodurtha Smith, MD, MPH, MSc, Daniella Pena, and Emily Ko, MD, MSCR

With 102,000 new cases of gynecologic cancer, 30,000
associated deaths annually, and increasing rates of endo-
metrial cancer, gynecologic cancer is a growing problem.
Although gynecologic cancer care has advanced signifi-
cantly in the past decade owing to new therapeutics and
specialized training in radical surgery, even insured women
face major barriers to accessing and affording quality
gynecologic cancer care. This commentary reviews current
literature on insurance-mediated disparities in gynecologic
cancer and provides education to clinicians on barriers to
care. One third of women with a gynecologic cancer never
see a gynecologic oncologist. Up to 40% of Medicare
Advantage plans lack an in-network gynecologic oncologist,
and 33% of private insurance plans do not include an in-
network National Cancer Institute-accredited cancer cen-
ter, limiting access to surgical advances and clinical trials.
Women with Medicaid insurance and gynecologic cancer
are 25% less likely to receive guideline-concordant care.
Among insured women, 50% experience financial toxicity
during gynecologic cancer treatment, and costs may be
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even higher for certain Medicare enrollees. Addressing
these insurance-mediated disparities will be important to
help our patients fully benefit from the scientific advances
in our field and thrive after a gynecologic cancer diagnosis.
(Obstet Gynecol 2022;139:305-12)
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H aving insurance is not a panacea to quality gyne-
cologic cancer care. Endometrial cancer rates are
increasing, and there are 102,000 new cases of gyne-
cologic cancer and 30,000 associated deaths annually.
Yet even insured women face major barriers to access-
ing and affording quality gynecologic cancer care.! In
endometrial cancer, new therapies, such as Jemperli
(dostarlimab), an immunotherapy recently approved
by the U.S. Food and Drug Administration for the
treatment of advanced or recurrent endometrial can-
cer for the one third with mismatch repair deficiency,
are estimated to cost $104,000 in the first 6 months
of treatment alone.2:3 This amount does not include
physician visit fees, infusion center costs, imaging,
and support services—and assumes a patient’s insur-
ance will cover the drug. Drug costs are just one area
of concern: patients with inadequate public or pri-
vate insurance face significant barriers in receiving
health care. Underinsurance is when a patient’s
insurance does not adequately cover necessary treat-
ment, which can occur through exclusion of benefits
(eg, their insurance does not cover genetic testing) or
high out-of-pockets costs (eg, their medical care
expenses are beyond what they can afford). Under-
insurance often translates into lower rates of cancer
screening and surveillance, delayed follow-up after
abnormal results, later stage diagnosis, and delays
in receipt of quality cancer care.* Underinsurance—
and its effect on clinical care—differs by insurance
type, such as between private or employer-
sponsored insurance and Medicare. In this article,
we review existing evidence on the effect of insur-
ance type on the screening to treatment continuum
in gynecologic cancers.
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SCREENING AND TIME TO CANCER CARE
INITIATION BASED ON INSURANCE TYPE

Uninsured

Under the 2010 Patient Protection and Affordable
Care Act (ACA), 20 million Americans gained
insurance coverage by 2016.° Yet, despite coverage
expansions, there remained 30 million uninsured
Americans in 2019 (Table 1). Lacking health insur-
ance leads to lower screening rates for cervical, breast,
and colorectal cancers, putting women at risk for late-
stage cancer diagnosis.®

Because cervical cancer is preventable and has a
screening test, the National Breast and Cervical
Cancer Early Detection Program was enacted in
1990 as a state block grant program to alleviate many
of the expenses associated with cancer screening and
treatment for low-income uninsured and underin-
sured women. The National Breast and Cervical
Cancer Early Detection Program covers 100% of
treatment and short-term follow-up costs; however,
this applies only to cervical cancer and cervical
cancer-related treatment, and how screening is
delivered (eg, through community health centers,
screening drives, or private practices) differs between
states.

Although any woman earning less than 250% of
the federal poverty level is eligible for cervical cancer
screening through the National Breast and Cervical
Cancer Early Detection Program, one third of the 5.3
million women who qualify are not regularly
screened.” Screening disparities were exacerbated by
the COVID-19 pandemic with an 84% reduction in
National Breast and Cervical Cancer Early Detection
Program-funded cervical cancer screening in 2020.8

Medicaid

Under the ACA, Medicaid coverage has expanded to
individuals up to 138% federal poverty level in the 37

Table 1. Insurance Coverage by Age, 20194

Private Public
Age (y) Insurance* Insurance* Uninsured
35-44 72.7 13.4 13.9
45-54 75.1 13.4 11.4
55-64 72.5 19 8.5
65 or older 3.4 95.8% 0.8

Data are %.

Approximately one third of women with Medicare are enrolled in
private Medicare Advantage plans.

* Public insurance is largely Medicaid for individuals younger than
age 65 years and Medicare for individuals aged 65 years or
older.
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states and Washington, DC, that expanded coverage.®
The ACA’s Medicaid expansion has been associated
with improvements in cervical cancer screening, ear-
lier diagnosis of gynecologic cancers, timely receipt of
cancer care, and improved 1-year survival.”!° None-
theless, Medicaid-insured patients are still screened
10% less than privately insured patients.!! Improving
cervical cancer screening among Medicaid patients
through patient or clinician interventions, such as cov-
ering travel costs or screening reminders, is a key
component to preventing cervical cancer.

Medicare

Medicare is the primary and often only insurer of
American adults 65 years and older. Although enroll-
ment for Medicare Part A (hospital care) is automatic
and covers 80% of costs, Medicare!'? Part B (outpatient
services) requires individual enrollment and premiums
are administered based on income levels and can range
anywhere from $150 to $500 monthly. This facet of
Medicare, known as traditional Medicare or Medicare
fee-for-service, is essential because it provides coverage
for physician services, outpatient hospital services, and
diagnostic examinations (Table 2).!13 Low-income elderly
patients may have inadequate coverage owing to their
inability to cover these extra premiums for Medicare
Part B or co-insurance for hospitalizations under Part
A, but these individuals will often qualify for Medicaid,
which can alleviate the financial burden of health care
expenses. However, Medicaid enrollment is not auto-
matic, and the 20% of elderly patients who are dual-
eligible may face logistic barriers to enrollment.!* Indi-
viduals have the option of enrolling in Medicare Part C,
aka “Medicare Advantage,” as an alternative to Parts A
and B. In Medicare Advantage, a private payer contracts
with the Centers for Medicare & Medicaid Services to
provide hospital and outpatient coverage and additional
services, such as dental care, through a premium, adding
up to $200 monthly. In contrast to traditional Medicare,
private payer-lead Medicare Advantage plans can
implement health care professional networks and addi-
tional coverage restrictions, such as prior authorization,
like private insurance. This design allows Medicare
Advantage plans to innovate, but it also leads to variable
coverage and out-of-pocket costs (ie, co-pays, deduct-
ibles, co-insurance) based on an individual’s chosen
Medicare Advantage plan. For example, patients with
ovarian cancer and Medicare may pay between $1 and
$1,234 annually for PARP inhibitor maintenance ther-
apy, depending on their Medicare plan.!

Differences in Medicare type (Medicaid-Medi-
care, Medicare fee-for-service, Medicare Advantage)
affect cancer screening rates. Patients with Medicare
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Table 2. Medicare Plans in the United States

Medicare Coverage Enrollment Monthly Cost*

Part A Inpatient hospital care, skilled nursing facility, Automatic 20% coinsurance for
home hospice, home health care any hospitalizations

Part B (fee-for-service) Outpatient medical care Voluntary $150-505

Part C (Medicare Advantage) Parts A and B plus vision, dental, hearing, Voluntary Cost of Part B + $0-200
and prescription drug coverage

Part D Prescription drugs Voluntary $12-77 + additional

plan premium

* Part B and D premiums are income-based.>*

fee-for-service had screening rates seven times higher
than Medicare-Medicaid patients in one recent
study.!¢ Patients with Medicare Advantage usually
have higher screening rates than Medicare fee-for-
service, given physician pay-for-performance metrics
used in Medicare Advantage plans.!”

Private Insurance

The majority (70%) of working adults younger than age
65 years have employer-sponsored private insurance.
The ACA standardized plan coverage and cost-sharing
for preventive health services by requiring coverage
and eliminating co-pays (ie, fee charged at the time of
visit) for preventive services with a U.S. Preventive
Services Task Force “A” or “B” rating, including cervi-
cal, breast, colorectal, and lung cancer screening.!®
Although cervical cancer screening may no longer
be financially burdensome for privately insured indi-
viduals, there is no mandate requiring insurers to cover
follow-up testing after abnormal screening results.!® If
follow-up diagnostic examinations, such as colposcopy
and biopsies, are cost or time-prohibitive to patients
through co-pays or missed work, care is likely to be
delayed, making regular screening ineffective in ensur-
ing optimal cancer prevention. Moreover, woman may
have trouble finding an available, in-network gynecol-
ogist for colposcopy: only 60% of women received a
colposcopy within 6 months of an abnormal Pap test
result in a recent analysis.?’ Some low-income privately
insured women may qualify free follow-up of abnormal
cervical cancer screening results under the National
Breast and Cervical Cancer Early Detection Program.

Factors Affecting Time to Care Initiation

The first step to any diagnosis is visiting your primary
care physician, but this may not be accessible to those
uninsured, underinsured, or insured by Medicaid or
Medicare programs. A national survey evaluating
physician’s willingness to accept new patients found
that, although 96% of primary care practitioner had
clinical capacity, 40% were not accepting uninsured
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individuals, 26% were not accepting Medicaid patients,
and 14% were not accepting Medicare enrollees.!?
Obstetrician-gynecologists (ob-gyns) may be the de
facto primary care practitioner for many younger
gynecologic oncology patients and are more likely to
accept Medicaid than other specialties.?! Higher
Medicaid reimbursement would likely increase health
systems’ willingness to accept Medicaid and facilitate
more clinicians seeing Medicaid patients. Moreover,
under some insurance plans, patients may not be able
to get a specialty referral to gynecology without first
seeing a primary care practitioner. Lack of a primary
care practitioner during cancer treatment also compli-
cates treatment of common complications, such as
hypertension, contributing to the 17% of patients with
cancer seeking emergency care annually for non-
emergent symptoms.??

Even when patients have access to a primary care
practitioner, physician knowledge of gynecologic
cancer symptoms may delay work-up and diagnosis.
A common symptom of endometrial cancer is post-
menopausal bleeding, with 90% of patients experi-
encing bleeding before diagnosis. Yet postmenopausal
bleeding, bloating, or vaginal itching—all symptoms of
gynecologic cancers—may be dismissed by primary
care practitioner as attributable to more common,
benign symptoms. Issues in work-up are known con-
tributors to racial disparities with Black women more
likely to face diagnostic delays—and twice as likely to
die of endometrial cancer.?324

INEQUITABLE CARE QUALITY AND
SPECIALTY ACCESS

Community Health Centers

Twenty-five million Americans, the majority of whom
are uninsured or have Medicaid, receive their care
from community health centers, which provide com-
prehensive primary health care regardless of ability to
pay.?® Although the ACA increased funding for com-
munity health centers, these centers remain limited in
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their ability to provide adequate cancer screening and
access to specialty care.?® Between 69% and 79% of
community health centers do not have affiliations with
hospitals for specialty referrals.!? Affiliated centers
report easier access to follow-up treatment and more
timely communication.?” Development of referral
networks and navigator programs from community
health centers to cancer centers may help bridge this
gap from primary to cancer care.®

Gynecologic Oncologist Specialty Access
The Society of Gynecologic Oncology and the

American Society of Clinical Oncology recognize
evaluation by a gynecologic oncologist as the standard
of care for gynecologic cancer, owing to specialized
surgical skills, higher rates of guideline-adherent care,
and improved survival outcomes.23

Yet one third of women never see a gynecologic
oncologist during their cancer care.3! Although access to
a general ob-gyn is included in network adequacy stan-
dards, access to a subspecialist gynecologic oncologist is
not included in the network adequacy standard for Cen-
ters for Medicare & Medicaid Services’ Medicare Advan-
tage (Part C) plans. In contrast, the subspecialities of
surgical and medical oncology and urology are included
in these standards.? In a survey of Medicare Advantage
plans, 27% of silver plans and 44% of bronze plans did
not include a gynecologic oncologist in-network.>® Pri-
vate insurers and Medicaid are similarly not under any
legal requirement to provide access to a gynecologic
oncologist. The trend towards narrow network plans
offered under the ACA’s health insurance exchanges (a
venue for individuals to purchase private insurance) led
to updated standards in 2015 to ensure “adequate pro-
vider networks.” However, the classification and evalua-
tion of network adequacy is left to individual states.®3
And state-mandated coverage requirements are not
applicable to self-insured plans, which represent two
thirds of employer-sponsored insurance plans.3*

Despite no requirement for in-network gyneco-
logic oncologist coverage for any insurance type,
higher clinician reimbursement rates under private
insurance plans generally facilitate access to gyneco-
logic cancer care. Although the occurrence of a cancer
diagnosis should not differ by insurance type, one
study analyzing the insurance distribution of a public,
academic gynecologic oncology clinic in Virginia
found that privately insured patients made up 44% of
their referrals, compared with 31% Medicare and only
6% Medicaid (remainder were uninsured).3> Uninsured
or underinsured women with cervical cancer benefiting
from the National Breast and Cervical Cancer Early
Detection Program are likely to face similar obstacles
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in finding a gynecologic oncologist, given the fact that
this program’s payments for clinical services cannot
exceed Medicare reimbursement rates.

Disparities in Standard-of-Care Treatment

Even when patients are able to access a gynecologic
oncologist, publicly insured women are less likely to
receive standard-of-care treatment, surgery by a high-
volume surgeon, and timely chemotherapy initiation
than privately insured women. Further, Medicare—
Medicaid coverage is associated with less guideline-
concordant care with 44% of dually eligible beneficiaries
receiving chemotherapy compared with 60% of exclu-
sively Medicare-covered or privately insured individ-
uals.3% In ovarian cancer, having private insurance was
associated with a 6-month longer survival compared
with having public insurance after controlling for socio-
demographic, cancer, and treatment factors, a survival
gain similar to those seen in recent chemotherapy
advances. (Frost A, Smith AJ, Wethington S, and Fader
A. Factors associated with long-term (=10 year) ovarian
cancer survival in the National Cancer Database. Gyn
Oncol 2020;156:e24. doi:10.1016/j.ygyno.2019.11.080)

Insurance barriers to care are increasingly com-
mon in private insurance. 95% of Medicare Advan-
tage plans—and many private insurance plans—have
implemented prior authorization, a process that may
delay or deny patients’ access to chemotherapy, imag-
ing, or surgery. Although 90% of appealed prior
authorization claims are ultimately approved by
insurers, 80% of patients and clinicians do not chal-
lenge these insurance denials owing to time and staff
resources. In other cancers, prior authorization has
been associated with 2-week or greater delays in treat-
ment start as well as significant patient stress.3”-38

Another factor affecting the quality of cancer care
received is oncologist volume and ability to get in-
network care at Commission on Cancer accredited
hospitals and National Cancer Institute designated
cancer centers. Most private insurance plans (95%)
available on the federal exchanges had at least one
Commission on Cancer accredited hospital in their
network, but only 41% of networks included National
Cancer Institute-designated cancer centers, which
limits availability of high-volume, specialized care
and clinical trial opportunities (Table 3).39

Financial Toxicity

Fifty percent of patients with gynecologic cancer
experience financial toxicity while undergoing treat-
ment, often resulting in acquisition of debt and
treatment delays.*>*! Where patients with cancer
declare bankruptcy, their risk of mortality is increased
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Table 3. Anticipated Effect of Insurance-Mediated Disparities in Gynecologic Oncology

Medicare Medicaid Privately Insured Uninsured

Cancer diagnosis

Cancer screening 1 ! T l

Follow-up after abnormal screening 1 ! Variable l

Access to primary care 1 | T l
Cancer treatment

In-network gynecologic oncologist Variable ! Variable N/A

In-network cancer center Variable l Variable N/A

Affordable access to care Variable l Variable l

Timely access to care i | i l

Access to clinical trials 1 l 1 l
Genetic testing

After cancer diagnosis Yes Yes Yes !

Based on family history No Variable Variable !

1, an anticipated improvement in access to or receipt of care compared with other insurance types; |, an anticipated decrease in access to
or receipt of care; Variable, the effect varies substantially within subtypes of an insurance type (ie, differences within Medicare plans or
between private insurance plans, differences among states in Medicaid design), N/A, not applicable.

by 80% compared with patients who do not declare
bankruptcy.*? Patients who identify as Black or His-
panic, have Medicaid or Medicare insurance, or lower
incomes are significantly more likely to experience
financial toxicity with a sevenfold higher risk delaying
or avoiding care as a cost-coping strategy.*?

A large portion of financial toxicity comes from
drug costs. New therapies, such as Jemperli (dostarli-
mab) and Zejula (niraparib), U.S. Food and Drug
Administration-approved oral chemotherapies for
treatment of endometrial and ovarian cancer respec-
tively, have price tags upwards of $100,000 for a
year’s supply.2 Among privately insured patients with
ovarian cancer on PARP inhibitors, such as Zejula
(niraparib), 83% face out-of-pocket costs with mean
monthly expenses of $305, and these medications—
and cost-may be continued for up to 3 years.*3 If
patients forgo purchasing Medicare D coverage,
which nearly a quarter of Medicare enrollees do, they
face covering the entire cost of oral chemotherapies,
an average $12,422 monthly, for PARP inhibitors
alone.*%*> Patient assistance programs are available
to patients with high co-pays, but cannot provide
assistance to all patients who need them.

Aside from oral medication costs, Medicare fee-
for-service (Part B) has a coinsurance rate of 20% for
services covered, such as physician visits, imaging,
and IV chemotherapy. Nearly one third of patients
on Medicare fee-for-service report out-of-pocket
spending of $5,000 or more, and 7% spend more
than $10,000 annually.!® Even among privately
insured patients, an increasing number—43% in
2017—are covered by high deductible health plans.
Plans have minimum deductibles, ranging from
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$1,655 to $4,779 on average, that patients are
required to spend on medical care before any cost
coverage becomes effective.*® Although Medicaid
traditionally has minimal cost-sharing, it did not
cover clinical trial enrollment until 2021, leading to
cost-exclusion of Medicaid patients from clinical tri-
als, the standard of care in recurrent gynecologic
cancer.

The costs of cancer care continue to accumulate
long after completion of primary treatment. In
ovarian cancer, the median total medical expendi-
tures 1 year after surgery for privately insured
patients was $93,632, of which patients bear, on
average, 3% as out-of-pocket costs (approximately
$2,800).#7 Patients experiencing financial toxicity
spend less on leisure activities, borrow money,
and may fail to adhere to cancer treatment and sur-
veillance.*® Without intervention, these cost-coping
strategies jeopardize the health of patients who
potentially could have recovered from a cancer
diagnosis with recommended care, and the financial
well-being of their families.

Genetic Testing

Genetic testing is now the standard of care in ovarian
cancer and will likely be recommended for all cancer
diagnoses, given the 8% rate of germline mutations in
patients with cancer.*8 In recurrent ovarian cancer,
patients with a BRCA7 or BRCA2Z mutation had a
70% reduction in cancer progression or death and
13-month gain in overall survival with PARP inhibi-
tors as maintenance therapy after chemotherapy.*’
Identifying at-risk individuals before cancer diagnosis
is equally important with screening recommended
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based on family history or after diagnosis of a relative
with a genetic cancer syndrome.

Although Medicaid, Medicare, and private insur-
ance cover genetic testing after an ovarian cancer
diagnosis, testing after other cancer diagnoses or based
on family history is highly variable. Although most
Medicaid programs cover BRCA and Lynch syndrome
testing for individuals who have a known familial muta-
tion, testing for other ovarian cancer-causing genes, such
as RAD51C, may not be covered, even when there is a
known pathogenic mutation in a first-degree relative.>
Medicare has stricter guidelines, limiting genetic testing
for individuals who have received a cancer diagnosis
and meet additional criteria, making family history-
based genetic testing inaccessible to many patients, even
those with a known BRCA mutation in the family.>! For
private insurance, although the ACA mandated that
BRCA testing for women with a personal or family his-
tory of cancer be covered without cost-sharing, individ-
uals may face similar barriers in obtaining genetic
testing. Before qualifying for ACA-mandated coverage,
patients with a BRCA ancestry are required to undergo
assessment by a familial risk assessment tool, and cov-
erage may not be available to those with a smaller ped-
igree or a non-BRCA pathogenic mutation.®? After this
screening, coverage is limited exclusively to in-network
practitioners and genetic testing companies; this may
limit which genes are tested.”®

CONCLUSION

Gynecologic cancer survival has improved significantly
in the past decade owing to new therapeutics, special-
ized training in radical surgery, and ongoing research
efforts. Yet insurance coverage of these services lags
behind. One third of women never see a gynecologic
oncologist, and 50% of insured women experience
financial toxicity, with greater disparities seen for
Medicaid and Medicare patients. Interventions are
needed at the ob-gyn, gynecologic oncologist, insurer,
and national level. At the practice level, generalists can
audit screening practices to ensure adequate screening
across insurance types, build partnerships with com-
munity health centers, and streamline referrals to
gynecologic oncologists. Gynecologic oncologists and
cancer centers can work with local insurers to ensure
network inclusion, partner with community health
centers, and provide financial navigation to patients.
At the national level, gynecologic oncology should be
added to network adequacy standards, and low-cost
coverage for follow-up of abnormal cervical cancer
screening results and genetic testing should be
expanded. Addressing these insurance-mediated dis-
parities will be important to help our patients fully
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benefit from the scientific advances in our field and
thrive after a gynecologic cancer diagnosis.
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