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Summary

[W]e should never, ever see cervical cancer. Not in the United States. | had
a lady two years ago, she had no money and came up here because she
was having spotting after intercourse for two years. Hadn't had a pap testin
10 years. She'd been to the emergency room three times [for it].... So, when
she came in here, | told herl'd look at her. Put [in] the speculum and she

had cervical cancer coming down hervagina. 27 years old.

—Dr. William M. Stevens, obstetrician gynecologist, Selma, Alabama, April 11, 2018.

Cervical cancer deaths should not happen. This cancer is ultimately preventable and
highly curable. The later the disease is diagnosed, the more likely it is to be a death
sentence. Dr. Stevens, who has been practicing for over 30 years, says the case he refers
to above is not an exception. He compares the situation in Alabama’s deprived Black Belt
to that in an under-resourced rural community in Kenya where he also runs a clinic. “l see

things that are bad here.”

The Alabama Black Belt is a stretch of counties, historically defined by rich black soil and
now known for its primarily African American population, high rates of poverty and poor
physical health. Because there are few gynecologists in those counties, Dr. Stevens’ office
is one of the closest gynecological referral sites for five or six counties, some of which are
among the poorest in the state. Perry County, where Frances F. lives, is one of those
counties. Frances’s mother died from cervical cancer. This happened over three decades
ago, when she recalled that Perry County had a hospital but no gynecologist. Today it has
neither. Early intervention could have saved her mother’s life, but something held her back.
“She knew something was wrong,” Frances told Human Rights Watch. “She didn’t know
what, but she didn’t stop to take care of herself.... People didn’t talk about things like that.
They were afraid. ”

Advances in medical technology have sent cervical cancer mortality rates plummeting in
nations with developed heath care systems. Yet about 4,200 women in the US will die from
cervical cancer this year. In Alabama, women are dying from the disease at rates that are

higher than in any other state in the US. Black communities are particularly impacted.
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Nationwide, Black women are more likely to die from this disease than women from any

other racial or ethnic group.

This is significantly, though not exclusively, a problem of state neglect of women living in
poverty. State policies and law, together with recent federal changes, limit the
effectiveness of the few state and federal resources that exist to help make reproductive

health care services and information accessible to low-income Alabamian women.

Racial inequality, historically embedded in the Alabama health and education systems,
has made the situation worse for many poor women. Black Alabamians are twice as likely
to live in poverty as white Alabamians. Moreover, racial disparities in cervical cancer
deaths are not reducible to disparate income levels. Studies have found that even when
Black women with cervical cancer earn as much as white women, they are still at higher
risk of death from the disease. And yet, the state fails to support programs that could
address the negative impact of substantial barriers, such as reticence to seek out
reproductive health care, that interviewees in the Black Belt told Human Rights Watch

impacts cervical cancer care in their communities.

There are four points of intervention that can prevent, treat, or cure cervical cancer so that
woman do not die from it. The human papillomavirus (HPV) vaccine prevents women and
girls from contracting HPV, a very common sexually transmitted infection that causes the
vast majority of cervical cancer cases. Cervical cancer screenings detect early changes in
cervical cells. Timely follow-up after abnormal screenings ensures that precancerous
lesions are removed before they can develop into cancer. Finally, cervical cancer, when
detected in its early stages, can be effectively treated with a high survival rate. At each
point, access to sexual and reproductive health information and comprehensive sexual
health education can give women and girls the tools necessary to make informed

decisions about decreasing cervical cancer risk.

Alabama’s high rates of cervical cancer deaths suggest that the health system is failing
some women at one or more points. Between November 2017 and April 2018, Human
Rights Watch spoke to more than 100 women, medical experts, service providers and
others, to try to understand how and where the state and others fail to provide women the
care they need. This report presents the voices of some of the women living in the Alabama

Black Belt and highlights how state and federal policies neglect some of the most
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vulnerable communities in the state, contributing to circumstances that are ripe for

preventable cervical cancer deaths.

In a troubling trend, the percentage of women screened for cervical cancer has been
decreasing nationwide and statewide over time. Nevertheless, Alabama’s screening rates
are consistently above the national average and Black Alabamian women in particular are
accessing screenings at higher rates than white Alabamian women. The persistent racial
disparities in death rates, therefore, defies evidence that more cervical cancer screenings
mean fewer cervical cancer deaths. The problem—the failed points of intervention that
most contribute to Black women being two times more likely to die from cervical cancer
than white women—comes both earlier and later in the continuum of care. Alabama’s
greatest missed opportunity is in the beginning, in its failure to ensure women and girls
have access to preventive services and quality sexual and reproductive health information.
The state’s greatest access flaw is later in the cervical cancer care continuum, after

screening, in follow-up delays and treatment differences.

For women living in the Alabama Black Belt, obtaining reproductive health care often
disrupts their lives in small and large ways. Human Rights Watch found that a vast majority
of Black Belt counties have no gynecologist and most women have to drive, or pay
someone to drive, long distances in order to have simple procedures such as follow-ups
from abnormal cervical cancer screenings. For instance, Darcy C., 57, pays up to US$150 for
the two-and-a-half-hour trip to her gynecological oncologist for cervical cancer screenings
and other tests. Darcy C., told Human Rights Watch, “It’s really hard. And | have to go
without a lot to make sure that | have the money.... | get barely $700 per month, so with the

bills I have to pay, it doesn’t leave anything for a trip.”

The cost and burden of travel for care can compound pre-existing financial constraints and
contributes to the need to make difficult decisions. Women described having to choose
between reproductive health care and other basic needs such as electricity, medication,
and healthy food. Inconsistent health care coverage compounds the problem. Women told
Human Rights Watch that they avoided non-emergency health care while uninsured, which,
for some, meant that gynecological cancers weren’t found until symptoms developed to

more advanced stages—making the women less likely to be cured.
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State and Federal Policies Help Sustain Barriers to Obtaining Cervical Cancer
Care

The Alabama public health care system is not structured to ensure consistent access to
care for poor women. Alabama, along with Texas, has the lowest Medicaid eligibility levels
in the nation. Able-bodied adults who are not pregnant or caregivers are completely
ineligible for full Medicaid, no matter how poor. A patchwork of additional programs
targets specific health care concerns, but each program has coverage limitations and
unique, sometimes fluctuating, eligibility criteria. Funding limitations furtherinhibit access
to care. The only program designed to link uninsured women to cervical cancer care is
debilitated by financial constraints. It is reaching fewer than one in five eligible women
and program staff are not doing more outreach for fear of outstripping funds if uptake
increases. The piecemeal approach to health care leaves broad coverage gaps and some
poor women have no option but to pay out-of-pocket for cervical cancer related services or

forego them altogether.

The state could ensure better and more consistent access to preventive and primary health
care services forwomen who are below or near the federal poverty level by expanding
Medicaid eligibility. In choosing not to do so, Alabama is leaving federal money on the
table and going against the recommendation of a state taskforce on healthcare
improvement. Instead of facilitating access to health care for Alabama residents, state and
federal governments have taken steps to make it more difficult by threatening to add work
requirements for Medicaid and by weakening obligations that health plans include
essential benefits such as preventive services. Additionally, restrictive state reproductive
health policies make it more difficult for women to obtain abortion care and control

cervical cancer risk factors like having multiple children and giving birth at a young age.

Alabama’s obstetrician gynecologist shortage has created a crisis in access to
reproductive health care services. The state’s patchwork approach to public health care
and failure to expand Medicaid have helped prolong this crisis. Expanding Medicaid
eligibility to more people would raise insurance coverage rates and decrease
uncompensated care for hospitals, which in turn would help stem the high number of rural
hospital closures in the state. Without positive action from the state, rural hospitals will
continue to be at risk of shutting down. Obstetrician gynecologists need hospitals in order

to provide services such as maternity care; therefore, when hospitals close, obstetrician
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gynecologists move away. Insufficient Medicaid reimbursement rates also means some
gynecologists will only accept a limited number of Medicaid patients, leaving women on

public programs with even fewer options.

Other factors, such as dwindling rural populations and providers’ personal preferences
regarding where to live and practice contribute to these problems as well. But government
inaction plays a significant role, and the policies and government choices highlighted in
this report help to make cervical cancer care even more difficult for rural women to obtain.
Such harmful choices include: maintaining a patchwork system of social safety net care
that does not ensure consistent coverage for cervical cancer related services, declining to
expand the Medicaid program to cover more low-income people, enacting regulations that
target abortion providers and inhibit access to abortion care, failing to appropriate state
funds for public transportation, and having significant gaps in access to reproductive
health related information including maintaining non-comprehensive sexual health

education that is voluntary for schools to offer.

Alabama has the chance to give women the tools to decrease their cervical cancer risk.
Quality information about sexual and reproductive health is indispensable to making
informed decisions about cervical cancer related care, but women, providers, and local
advocates, reported severe problems with access to information. The HPV vaccine, which
is recommended for children ages 11 to 12, could prevent a vast majority of cervical cancer
cases. And yet some parents with children are never told about the vaccine. Others did not
know that they could access free or low cost cervical cancer related services from the
public health department. Moreover, Human Rights Watch found that some women did not

receive any, let alone comprehensive, sexual health education in school.

Failures in provider communication and public outreach contribute to the access to
information problem. So, too, do Alabama’s education policies. Many Alabama counties
struggle to fund their public schools, and Black Belt counties face particular challenges in
raising local funds because of restrictions under the state constitution. In the context of an
already underfunded school system, sexual health education is left unregulated and
unmonitored. This is a problem for cervical cancer prevention efforts because the disease
is largely caused by HPV, a sexually transmitted infection. The state does not require
schools to provide sexual health education, but if they chose to do so, they are statutorily

required to place a heavy emphasis on abstinence and stigmatize homosexuality.
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The failure to guarantee equal access to comprehensive sexual health education
disadvantages some students more than others. In practice, only half of the schools in the
state teach high school students how to obtain condoms and fewer than half teach them
how to use condoms correctly. This leaves some students without information necessary to
prevent HPV and lower cervical cancer risk. Moreover, the highest rates of new chlamydia

infections and prevalence of HIV in the state are clustered in Black Belt counties.

In addition to state and federal policies, historical memory and harmful social norms can
make it difficult to connect some women to care. Alabama’s Black Belt is the site of the
unethical Tuskegee syphilis experiments, and federally funded coerced sterilizations of

many poor, and primarily Black, women and girls.

Women described how other barriers, such as fatalistic attitudes about cancer survival or
unwillingness to talk about sex, negatively impacted their willingness to seek out
reproductive health care. For example, one health care provider said that patients
sometimes refuse Papanicolaou (Pap) tests because, as they’ve told her, “I’m going to die
from something.” Other interviewees relayed how past experiences like feeling neglected
or judged by health care providers have contributed to distrust of the public health
department and alienation from the health care system generally.

The challenge to the Alabama Department of Public Health (ADPH) of reaching women who
cannot or will not seek out reproductive health care is not simple. However, the gapsin
access to information and education in the state help these barriers to continue to impede
access to reproductive health care. Programs that prioritize community engagement and
education can help disrupt harmful social norms, connect women to care, and reduce
health disparities in cervical cancer outcomes. There is an established network of

community health advisors in the Alabama Black Belt who work to do precisely this.

The community health advisor (CHA) program in the Black Belt was federally funded for
over a decade, but activities largely ended in August 2016 after the last grant cycle ended.
A skeletal network of community health advisors continued in 7 of the original 22 counties
with the help of state funds through the Alabama Breast and Cervical Cancer Early
Detection Program (ABCCEDP). The goal was to take advantage of community-based cancer

prevention networks that already existed, but nevertheless the state recently stopped
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providing even minimal funds to the program in the Black Belt. Without any public support,

the program must find private funding sources or its networks are at risk of collapse.

State and Federal Governments Fail to Protect Alabamian Women’s and
Girls’ Rights to Health, Information, and Non-discrimination in Relation to
Cervical Cancer Care

Women have the right to access full and comprehensive sexual and reproductive health
related information and services, without discrimination, to make informed decisions

about their bodies and reproductive futures.

The International Covenant on Economic, Social and Cultural Rights (ICESCR) recognizes
“the right of everyone to the enjoyment of the highest attainable standard of physical and
mental health.” The US has signed, but not ratified, that treaty. The Universal Declaration
of Human Rights (UDHR), which has the endorsement of all United Nations member states
and is considered broadly reflective of customary international law, also articulates the
right to health.

The UN expert on extreme poverty has recently issued a report that is sharply critical of US
polices in this area, and asserts that efforts to undermine the Patient Protection and
Affordable Care Act (ACA) “by stealth” are an abuse of the right to health.

Women and girls have a right to access health-related information under numerous human
rights treaties. The International Convention on the Elimination of All Forms of Racial
Discrimination (ICERD), which the US has ratified, also obligates governments to address
not only intentional racial discrimination but laws, policies and practices that resultin a

disparate racial impact, including in relation to public health.

The state and federal governments have allowed substantial barriers to comprehensive
cervical cancer care to continue to impede care in Alabama, and in doing so, have failed to

protect women’s rights to health, information, and non-discrimination.
The root causes of persistent reproductive health disparities are complicated. The
government action and inaction highlighted in this report help explain persistent racial

disparities in cervical cancer death rates in Alabama and shed light on why women in the
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state die from cervical cancer at rates higher than any other US state. To effectively
address the cervical cancer problem, Alabama needs to confront how persistent racial and
socioeconomic inequality in health care access and education negatively impacts women.
Alabama should take concrete steps to reduce racial disparities in cervical cancer
outcomes by expanding Medicaid to close the coverage gap in Alabama; repeal
restrictions on reproductive health care that make it more difficult for women to control
cervical cancer risk factors; appropriate funds for public transportation; reform its sexual
health education law; enact policies that address gaps in access to reproductive health
related information, such as supporting and expanding community-based approaches to

cervical cancer prevention.

Until federal, state, and local authorities invest in programs and policies that support
equal access to comprehensive sexual and reproductive health care services and
information, women from vulnerable and marginalized communities, such as poor and
African American women, in the US and in Alabama will continue to die disproportionately
from preventable cervical cancer deaths.
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Recommendations

To the Alabama State Government

To the Governor of Alabama

Support the expansion of Medicaid under the federal Patient Protection and
Affordable Care Act to increase access to medical services for the residents of
Alabama.

Withdraw the Section 1115 Demonstration proposal from US Health and Human
Services, which would require unemployed or underemployed able-bodied parents
or caretaker relatives to become gainfully employed or to participate in
employment-related activities in order to be eligible for Medicaid.

Develop a comprehensive and costed plan to eliminate cervical cancer deaths in
Alabama and work with the legislature to fund it.

To the Alabama State Legislature

Pass legislation to expand Medicaid under the federal Patient Protection and
Affordable Care Act in order to increase access to medical services for the residents
of Alabama.

Appropriate funds for cervical cancer prevention, treatment, and maintenance care.
Support community health outreach programs.

Abolish statutory requirements in Alabama Code for sexual health education which
are not based on scientific evidence and replace them with requirements for
scientifically and medically accurate, comprehensive sexual health education; and
adopt legislation, like the Alabama Youth Health Protection Act (SB269), that
brings state law in line with federal standards. The curriculum should address
sexually transmitted infections and effective methods of protection without
stigmatizing or shaming safe, sexual behavior and should not be exclusive of any
specific sexual orientation, gender or gender identity, and ensure funding for the
implementation of the curriculum.

Ensure state law does not restrict or undermine access to necessary and life-saving
women’s health care. Develop programs to address barriers to accessing health

care services linked to the unavailability of public transportation.

9 HUMAN RIGHTS WATCH | NOVEMBER 2018



Take effective steps to ensure counties and cities can adequately fund their
schools and meet local needs, including funding for scientifically and medically
accurate, comprehensive sexual health education.

Repeal Section 256 of the Alabama Constitution mandating that the state
maintains “separate schools for white and colored children”, which has
contributed to the poor health and wellness of the parts of Alabama left isolated as

de jure has turned to de facto segregation.

To State Agencies Including the Alabama Department of Public Health, the Alabama
Department of Education, and Alabama Medicaid

Track compliance rates for follow-up colposcopies and diagnostic testing in order
to better assess areas and populations that are most vulnerable.
Deploy reproductive health and cervical cancer resources to areas where there is
the least coverage.
Support community health workers and community-based approaches to
reproductive health care that address health care access and the social
determinants of health.
Conduct a public awareness campaign in full collaboration with local and
community mobilization groups about:
o Services offered by county health departments.
o Cervical cancer prevention care, including how to access services that
can help reduce cervical cancerrisk.
Increase targeted outreach, awareness-raising and provider trainings to ensure
high coverage for the HPV vaccine, taking into consideration the new US Food and
Drug Administration (FDA) approval for individuals through the age of 45.
Establish inclusivity policies that:
o Support linguistic and racial diversity, including in county public health
departments.
o Acknowledge, confront, and seek to remedy historic and current
experiences of racial discrimination.
Create an official complaint mechanism for patients who use the public health
departments and for providers who participate in programs such as the Alabama
Breast and Cervical Cancer Early Detection Program and Plan First program.

Continue the process of implementing electronic medical records.
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To the United States Government
To the President of the United States

Withdraw executive orders that could undermine or weaken the ACA, such as the
Executive Order Minimizing the Economic Burden of the Patient Protection and
Affordable Care Act Pending Repeal and the Executive Order Promoting Healthcare
Choice and Competition Across the United States.

Approach the US Senate to ratify the International Convention on Economic, Social
and Cultural Rights, the Convention on the Elimination of all forms of

Discrimination against Women, and the Convention on the Rights of the Child.

To Congress

Pass legislation aimed at addressing high rates of preventable cervical cancer
deaths including racial disparities in mortality rates.

Expand the National Breast and Cervical Cancer Treatment program to provide for
maintenance care for women who have been successfully treated for breast or
cervical cancer.

Provide consent to the International Convention on Economic, Social and Cultural
Rights, the Convention on the Elimination of all forms of Discrimination against
Women, and the Convention on the Rights of the Child.

Stop all efforts to repeal the ACA and reinstate the individual mandate to secure
the long-term viability of the ACA marketplace.

Support Medicaid expansion into all states as an important measure for

addressing preventable gynecological cancer deaths.

To Federal Agencies including the US Centers for Disease Control and Prevention and the

Department of Health and Human Services

Withdrawal regulations that undermine or weaken the ACA, such as sections of the
Health and Human Services (HHS) Notice of Benefit and Payment Parameters that
would weaken the essential health benefits mandate.

Restore advertising and outreach funds for open enrollment for the ACA
Marketplace.

Restore or recommit to providing federal funding to cost-sharing reduction

payments.
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Reject Alabama’s Section 1115 Demonstration proposal on Medicaid workforce
initiative, which would require unemployed or underemployed able-bodied parents
or caretaker relatives to become gainfully employed or participate in employment-
related activities in order to be eligible for Medicaid.

End the trend of prioritizing abstinence-only education grants and return to the
past policy of funding comprehensive sexual health education programs.
Recommend that colposcopy, diagnostic testing for cervical cancer and
precancerous lesions, and early interventions like excisional and ablative
treatments, all of which help in the prevention of cervical cancer, be included as a
preventive care under the ACA’s essential health benefits mandate.

Review and adjust the current methodology for cervical cancer data analysis to
ensure that it reflects the true rates of cervical cancer incidence and mortality. The
review should consider whether including women with hysterectomies in the at-risk

population artificially lowers racial disparities in cervical cancer rates.

To National, State and Municipal Authorities Across Sectors

Elicit feedback from communities and populations that are disproportionately
impacted by cervical cancer death about their needs.
Encourage gender, age, racial, ethnic, and linguistic diversity in the relevant public

and private sector, including in the health care and education systems.

To the United Nations

To the United Nations Committees on Human Rights and the Elimination of Racial

Discrimination

Call upon the United States to comply with its international obligations to eliminate
disparate racial impacts in public health including the disparate racial impact of
cervical cancer.

Call upon the United States to improve oversight, establish incentives, and take
other necessary steps to ensure compliance with human rights obligations at the

state and local levels.
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Methodology

This report is based on individual and group interviews conducted with a total of 63
women in Alabama between January and April 2018. Group or individual interviews were
conducted with 57 women who identified themselves as Black or African American.! Five
interviews were with women who identified themselves as Latina. The individual and group
interviews were concentrated in seven counties in the western portion of the Alabama

Black Belt and two counties in Central Northern Alabama.

Individual interviews were conducted with 32 women between the ages of 20 and 79. Most
were in person but, because of transportation difficulties, nine took place over the phone.
Human Rights Watch held interviews individually and in private when possible but some
interviewees preferred to have another person present. Twelve interviews were conducted
with a Human Rights Watch researcher and a research partner from the community.

Interviews were primarily held in homes or community spaces.

Our interviews focused on women’s experiences obtaining cervical cancer related care. The
interviews often touched more broadly on the reproductive health care needs and
experiences of women of color living in rural Alabama. Three interviewees had a personal
experience with cervical cancer, either as a survivor or through the loss of a family member,
and three had another type of gynecological cancer. Additionally, six of the women

interviewed received hysterectomies due to a gynecological problem.

Human Rights Watch also consulted with orinterviewed a total of 57 academics, medical
providers, public health officials, lawmakers, and representatives of civil society or non-
governmental organizations, including 21 medical providers, public health officials, and
experts, about their experience with cervical cancer related care and 20 representatives

from organizations working in the Alabama Black Belt.

1 Cervical cancer can impact anyone with a cervix. Even after the removal of a cervix, people may still be at risk of cervical
cancer if they had a history of high-grade precancerous lesions or cervical cancer prior to surgery. This report uses the term
“woman” in reference to those who are at risk of cervical cancer because the individuals interviewed identified themselves
as such. Human Rights Watch recognizes that cervical cancer also affects people who do not identify as women, including
some gender non-conforming people and some men of trans experience. People who are at risk of cervical cancer who do not
identify as women have unique challenges to accessing necessary reproductive health care, including cervical cancer care.
This report is limited insofar as it does not reflect those unique challenges.
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Human Rights Watch did significant background research and quantitative data analysis of
secondary sources for this report. A Human Rights Watch researcher compiled data
through publicly available sources and information requests through Alabama’s public
records law. Specifically, Human Rights Watch requested aggregate data about cervical
cancer statistics from the Alabama Department of Public Health (ADPH) and the Alabama
Breast and Cervical Cancer Early Detection Program (ABCCEDP). Any known limitations on
data reliability are noted and all documents relied upon are referenced or on file with
Human Rights Watch.

All interviewees provided verbal informed consent. They were told that they could end the
interview at any time or decline to answer any questions without negative consequences.
All participants were informed of the purpose of the interview, its voluntary nature, and the
ways that information would be collected and used. In cases where interviewees requested
that their name remain confidential, Human Rights Watch has used a pseudonym in this

report.

Human Rights Watch did not provide anyone with compensation for participation.
Interviews lasted anywhere from 15 minutes to over an hour, depending on the availability
of the interviewee. For those that were an hour or more, light refreshments such as snacks
and water were offered. For group interviews conducted over meal times, Human Rights

Watch provided a modest meal.

Interviews were primarily conducted in English. Three were conducted in Spanish by a
Human Rights Watch senior researcher. Human Rights Watch identified interviewees
through collaboration with community research partners and with the assistance of local

organizations that have connections with women in their communities.

There are multiple definitions of which counties constitute the Alabama Black Belt region.
Unless otherwise noted, this report relies on the traditional definition of the 17 counties
stretching across central Alabama: Barbour, Bullock, Butler, Choctaw, Crenshaw, Dallas,
Greene, Hale, Lowndes, Macon, Marengo, Montgomery, Perry, Pike, Russell, Sumter, and

Wilcox.
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I. Cervical Cancer Is Preventable and Curable

No one should die from cervical cancer. It is preventable and highly curable, with a 93
percent survival rate when detected early.2 There are four points at which a state, through
its health and education systems, can intervene to reduce mortality from the disease:
prevention (including education and preventive services), screening, follow-up, and
treatment. Most cervical cancer deaths in the US can be attributed to failures at one or

more of these junctures.3

Cervical canceris one of the most common cancers in women worldwide and in dozens of
countries it kills more women than any other form of cancer.4 The burden of this disease is
not evenly distributed. Inequality—including inequality in income, in access to education
and services, and based on marginalized status—is a powerful driver. Almost nine out of
every ten women who died from cervical cancer worldwide in 2012 came from low-income
to middle-income countries.s The gaping disparity can be explained by stark differences in
access to effective prevention, early detection, and treatment programs. It is fueled in part
by what the World Health Organization has called a “shocking neglect” of women in low-

and middle-income countries.6

Cervical cancer deaths in the US occur primarily in certain marginalized pockets. Women
who are poor, uninsured, or lack regular access to health care die at much higher rates
than the average population. Black women, and particularly older Black women, are
especially vulnerable and according to data are dying of cervical cancer at rates that some

specialists believe are as high as in Sub-Saharan Africa.”

2 National Cancer Institute (NCI), “Cervical Cancer Treatment (PDQ) - Patient Version,” March 28, 2018,
https://www.cancer.gov/types/cervical/patient/cervical-treatment-pdg#section/_201 (accessed April 30, 2018).

3 World Health Organization (WHO), “Comprehensive Cervical Cancer Control: A guide to essential practice — Second
Edition,” December 2014, p. 27, http://apps.who.int/iris/bitstream/handle/10665/144785/9789241548953_eng.pdf
(accessed March 29, 2018).

4WHO, “Comprehensive Cervical Cancer Control,” p. 27.

5 WHO, “Comprehensive Cervical Cancer Control.”

6 Ibid.

7 Anna Bevis et al., “Hysterectomy-Corrected Cervical Cancer Mortality Rates Reveal a Larger Racial Disparity in the United
States,” Cancer, vol. 123, no.6 (March 15, 2017), p. 1047-48, doi: 10.1002/cncr.30507.
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This section provides background on the four points of intervention where a cervical
cancer death could be prevented: vaccination, screening, timely follow-up, and early
treatment. The fact that many women continue to die from cervical cancer indicates that

they are being failed at one or more of these points.

The HPV Vaccine Can Help Prevent the Spread of the Virus That Causes
Cervical Cancer

The HPV vaccine is a first layer of defense against cervical cancer.® Nearly all cases of
cervical cancer are caused by persistent infection with human papillomavirus (HPV), a very
common virus that spreads through sexual contact.s Most HPV infections clear within a
year or two, but those that do not could lead to cervical precancerous lesions (abnormal

cervical cells that could develop into cancer) or cancer.

Gardasil 9 is the only HPV vaccine available in the US.* It radically decreases the chance of
developing cervical cancer by protecting against the strains that are responsible for 75 to

90 percent of all cervical cancer cases.®

The vaccine is approved by the federal Food and Drug Administration (FDA) for males and

females ages 9 to 26.13 As of October 2018, this FDA approval extends to individuals 27 to

8 HPV vaccines target certain strains of the virus to protect against HPV-related cancers, including cervical. The Federal Drug
Administration (FDA) has approved three HPV vaccines: Cervarix, Gardasil and Gardasil 9. All three target the most common
strains of HPV and Gardasil 9, the last to be approved, is the most comprehensive, covering more strains than the other two
combined. FDA, “Human Papillomavirus Vaccine,” February 2, 2018,
https://www.fda.gov/BiologicsBloodVaccines/Vaccines/ApprovedProducts/ucm172678.htm (accessed April 25, 2018).

9 Gilford Clifford et al., “Human papillomavirus types in invasive cervical cancer worldwide: a meta-analysis,” British Journal
of Cancer, vol. 88, no.1 (2003), p. 63-73, doi: 10.1038/sj.bjc.6600688; Mona Saraiya et al., “US Assessment of HPV Types in
Cancers: Implications for Current and 9-Valent HPV Vaccines,” Journal of the National Cancer Institute, vol. 6, no. 1 (June
2016), doi:10.1093/jnci/djvo86.

10 precancerous lesions are graded according to the degree of cellular change. Cervical intraepithelial lesions (CIN) describe
the grade of change: CIN 1 is a mild change, which generally does not require treatment; CIN 2 or 3 is moderate or severe
change and can be described as “precancer.” American College of Obstetricians and Gynecologists (ACOG), “Abnormal
Cervical Cancer Screening Test Results,” January 2016, https://www.acog.org/Patients/FAQs/Abnormal-Cervical-Cancer-
Screening-Test-Results (accessed October 20, 2017).

11 Emiko Petrosky et al., “Use of 9-Valent Human Papillomavirus (HPV) Vaccine: Updates Recommendations of the Advisory
Committee on Immunization, Morbidity and Mortality Weekly Report (MMWR), Centers for Disease Control and Prevention, vol.
64, no. 11 (March 27, 2015), https://www.cdc.gov/mmwr/preview/mmwrhtml/mmé411a3.htm (accessed April 25, 2018);
American Cancer Society (ACS), “HPV Vaccine,” July 12, 2016, https://www.cancer.org/cancer/cancer-causes/infectious-
agents/hpv/hpv-vaccines.html (accessed April 25, 2018).

12 |nstitute for Quality and Efficiency in Health Care, “HPV vaccine to prevent cervical cancer,” December 14, 2017,
https://www.ncbi.nlm.nih.gov/pubmedhealth/PMH0072445/ (accessed April 30, 2018).
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45 years old.» The Centers for Disease Control (CDC) recommends routine vaccination for
children who are 11 or 12.%5 It is important to vaccinate children before they become

sexually active in order to develop immunity before exposure to the HPV virus.

To be effective, boys and girls ages 9 to 14 should receive 2 shots within 6 months to a
year of each other.”7 Anyone who initiates the series between the ages of 15 and 16 should
receive 3 doses, the second 1 to 2 months after the first and the third 6 months after that.®
The consequence of a complicated vaccination protocol is that not everyone completes it.
In 2016, forinstance, 60.4 percent of adolescents ages 13 to 16 initiated the HPV vaccine,
but only 43.4 percent completed the series. Vaccination rates have been improving in the
US, but still fall well below the federal government’s goal of an 8o percent vaccination

completion rate.z°

The vaccine immunizes against many, but not all, high-risk strains of HPV and there are
many women, men, girls, and boys, who could not or did not complete the vaccine before
becoming sexually active. Even if vaccination rates increased dramatically in the coming

years, screening and other secondary preventive measures would still be necessary.>

13 FDA, “Gardasil 9,” February 26, 2018,
https://www.fda.gov/BiologicsBloodVaccines/Vaccines/ApprovedProducts/ucms426445.htm (accessed May 30, 2018).

14 FDA, “FDA approves expanded use of Gardasil 9 to include individuals 27 through 45 years old,” October 5, 2018,
https://www.fda.gov/NewsEvents/Newsroom/PressAnnouncements/ucmé622715.htm (accessed November 5, 2018).

15 CDC, “Vaccination schedules and recommendations,” April 5, 2018, https://www.cdc.gov/hpv/hcp/schedules-
recommendations.html (accessed May 30, 2018).

16 Robert Bednarczyk et al., “Sexual Activity-Relates Outcome after Human Papilloma Vaccinations of 11- to 12-Year-Olds,”
American Academy, vol. 130, no. 5 (November 2012), http://pediatrics.aappublications.org/content/130/5/798 (accessed
April 25, 2018).

17 Elissa Meites et al., “Use of a 2-Dose Schedule for Human Papillomavirus Vaccination — Updated Recommendations of the
Advisory Committee on Immunization Practices,” Morbidity and Mortality Weekly Report, vol. 65, no. 49, December 16, 2016,
https://www.cdc.gov/mmwr/volumes/65/wr/mmés49as.htm (accessed April 23, 2018). If a dose is administered in quicker
succession than the recommended scheduling, it should be repeated. If the time period between doses is longer than
recommended, on the other hand, the series does not need to be re-started. The patient can complete the series from where
they left off in the vaccination schedule. Immunization Action Coalition, “Ask the Experts: Human papillomavirus (HPV),”
February 1, 2018, http://www.immunize.org/askexperts/experts_hpv.asp, (accessed May 24, 2018).

18 Meites et al., “Use of a 2-Dose Schedule for Human Papillomavirus Vaccine,” Morbidity and Mortality Weekly Report.

19 |bid.

20 |bid.; Office of Disease Prevention and Health Promotion, “Immunization and Infectious Diseases: Objectives,” Healthy
People 2020, n.d., https://www.healthypeople.gov/2020/topics-objectives/topic/immunization-and-infectious-
diseases/objectives (accessed May 30, 2018).

21NAIDS, “HPV, HIV and cervical cancer: leveraging synergies to save women’s lives,” Joint United Nations Programme on
HIV/AIDS, 2016, p. 20, http://www.unaids.org/sites/default/files/media_asset/)C2851_HPV-HIV-cervicalcancer_en.pdf
(accessed April 30, 2018).
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Screening and Timely Follow-up Treatment Can Prevent Cervical Cancer from
Developing

Together, routine screening and timely follow-up are an effective method for preventing
cervical cancer. The former detects cervical cell changes and the latter removes the

potentially dangerous cells before they can turn into cancer. In the early 1900s cervical
cancer was the number one cancer-related cause of death for women in the US, but the

introduction of testing helped that number plummet.22

There are two types of cervical cancer screening tests: the Papanicolaou (Pap) and the HPV
test.2s The Pap test was introduced in 1942 and led to the rapid decline of cervical cancer
incidence and mortality; rates declined by more than 60 percent between 1955 and 1992.24
In 2003, the first HPV test was FDA approved in the US.2s Both are still used today.

These tests identify cervical cells that could develop into cancer but they do not diagnose
or treat cervical cancer or precancerous lesions.2¢ If a test returns an abnormal result, the
next steps differ depending on what kind of abnormal result was returned.” The changes

to cervical cells could be low-grade, high-grade, or of an undetermined significance.

Oftentimes, low-grade changes are caused by an HPV infection that will resolve on its own
and may only require monitoring with a repeated Pap or HPV test in one year.28 Additional
screening can generally be done at the same office that did the original test. If the low-

grade changes are accompanied by a positive HPV test, the provider might recommend a

22 NIH, “Cervical Cancer,” n.d., https://report.nih.gov/nihfactsheets/viewfactsheet.aspx?csid=76 (accessed May 24, 2018);
Tara Haelle, “The great success and enduring dilemma of cervical cancer screening,” NPR, April 30, 2015,
https://www.npr.org/sections/health-shots/2015/04/30/398872421/the-great-success-and-enduring-dilemma-of-cervical-
cancer-screening (accessed April 10, 2018).

23 CDC, “Gynecologic Cancers: What should | know about screening?,” February 13, 2018,
https://www.cdc.gov/cancer/cervical/basic_info/screening.htm (accessed May 24, 2018).

24NIH, “Cervical Cancer,” https://report.nih.gov/nihfactsheets/viewfactsheet.aspx?csid=76.

25 etter from Steven |. Gutman, “Digene Hybrid Capture 2 (HC2) High Risk HPV DNA Test,” March 31, 2003,
https://www.accessdata.fda.gov/cdrh_docs/pdf/p890064so09a.pdf (accessed April 11, 2018); Haelle, “The great success
and enduring dilemma of cervical cancer screening,” NPR, https://www.npr.org/sections/health-
shots/2015/04/30/398872421/the-great-success-and-enduring-dilemma-of-cervical-cancer-screening.

26 ACOG, “Abnormal Cervical Cancer Screening Test Results,” https://www.acog.org/Patients/FAQs/Abnormal-Cervical-
Cancer-Screening-Test-Results.

27 The Pap test could also return atypical glandular cells, which raises concerns about endometrial and endocervical
precancer or cancer.

28 ACOG, “Abnormal Cervical Cancer Screening Test Results,” https://www.acog.org/Patients/FAQs/Abnormal-Cervical-
Cancer-Screening-Test-Results.
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colposcopy—a procedure to more closely examine the cervix for abnormal changes.? High-
grade changes are more likely to be associated with precancerous lesions or cancer and
indicate that more aggressive follow-up, such as a colposcopy, biopsy, or treatment, may
be necessary to prevent cervical cancer.3°

In practice, most colposcopies are performed at a gynecologist’s office or at a colposcopy
clinic.3t Roughly eight percent of patients screened for cervical cancer will be referred to a
specialist due to an abnormal screening test.32 Sometimes, if a patient shows symptoms of
cervical cancer such as post-coital bleeding, they may be referred to a gynecologist for a
colposcopy without even a Pap test.33

If the colposcopy confirms abnormal cells, the provider might biopsy the area and send the
sample for testing to determine whether cancer or precancerous cells are present.3s They
might also perform excisional or ablative treatment, which remove or destroy the abnormal
tissues.3s

29 The colposcopist applies a solution to the cervix to make abnormal areas more visible and then use a colposcope — a
magnifying device with a bright light — to see changes that would not be visible to the naked eye. ACOG, “Frequently asked
questions special procedures: Colposcopy,” April 2015, https://www.acog.org/Patients/FAQs/Colposcopy (accessed May 24,
2018).

3% The treatment can be excisional or ablative treatment. See ACOG, “Abnormal Cervical Cancer Screening Test Results,”
https://www.acog.org/Patients/FAQs/Abnormal-Cervical-Cancer-Screening-Test-Results.

31 Human Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and two
other representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018; Human
Rights Watch interview with Dr. William Stevens, obstetrician gynecologist in Selma, April 11, 2018.

32 NClI, “Cervical Cancer Screening (PDQ) - Health Professional Version,” March 29, 2018,
https://www.cancer.gov/types/cervical/hp/cervical-screening-pdg#cit/section_2.58 (accessed April 30, 2018).

33 National Institute for Health and Clinical Excellence, “Referral guidelines for suspected cancer: Clinical guideline 27,” June
2005,
http://webarchive.nationalarchives.gov.uk/20080611175222/http://www.nice.org.uk/nicemedia/pdf/cgo27niceguideline.p
df (accessed April 20, 2018).

34CDC, “Inside knowledge: Get the facts about gynecologic cancer,” September 14, 2015,
https://www.cdc.gov/cancer/knowledge/provider-education/cervical/followup.htm (accessed April 26, 2018).

35 Excision involves removing abnormal tissue with a thin wire (loop electrosurgical excision procedure) or taking a cone-
shaped piece of the cervix (conization) that can be tested in a lab. For ablative treatments, the abnormal tissue is destroyed
by light (laser therapy) or freezing (cryotherapy), leaving no abnormal cells for lab testing. See ACOG, “Abnormal Cervical
Cancer Screening Test Results,” https://www.acog.org/Patients/FAQs/Abnormal-Cervical-Cancer-Screening-Test-Results.
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Cervical Cancer Is Highly Curable with Early Detection and Prompt Treatment

Cervical cancer progresses slowly: it generally takes about 10 to 15 years for HPV to
develop into cervical cancer.3¢ The slow progression is a large reason why cervical cancer
is relatively easy to prevent and, when detected early, to treat.

Cervical cancer diagnoses range from stages o to IV. Stage o is called noninvasive cervical
canceror “carcinoma in situ.” At this stage, cancer cells are only on the top layer of the

cervix. Stages | and beyond are considered invasive.

A number of factors can influence the treatment protocol, including the stage of the tumor,
comorbid conditions, and personal preferences, but generally invasive cervical cancer is
treated with surgery, radiation, chemotherapy, or some combination thereof.37 Once
cervical canceris in remission, regular maintenance appointments, including physical

exams, lab tests, and scans, are important to ensure that women remain cancer-free.38

The five-year survival rate for cervical cancer varies widely according to staging. The
chance of survival drops alarmingly for later-stage diagnoses. Women diagnosed with local,
early stage cervical cancer have a 93 percent five-year survival rate.3¢ That falls to 15

percentin the last stage, when the disease is generally no longer considered curable.s

36 Webscript transcript with Julie Gerberding, Director of the CDC, “Human Papillomavirus (HPV) and Cervical Cancer: An
Update on Prevention Strategies Script,” August 9, 2005, https://www.cdc.gov/std/hpv/hpvscript.pdf (accessed April 30,
2018).

37 NCl, “Cervical Cancer Treatment (PDQ) - Patient Version,” March 28, 2018,
https://www.cancer.gov/types/cervical/patient/cervical-treatment-pdg#section/_201 (accessed April 30, 2018).
Comorbidity refers to the presence of other diseases or conditions that exist simultaneously with the primary disease—in
this case, cervical cancer.

38 See, for example , ACS, “Living as a cervical cancer survivor,” December 5, 2016, https://www.cancer.org/cancer/cervical-
cancer/after-treatment/follow-up.html (accessed May 30, 2018).

39 ACS, “Cancer Facts & Figures,” 2018, p. 27-28, https://www.cancer.org/content/dam/cancer-org/research/cancer-facts-
and-statistics/annual-cancer-facts-and-figures/2018/cancer-facts-and-figures-2018.pdf (accessed April 30, 2018). NCI,
“Cervical Cancer Treatment,” https://www.cancer.gov/types/cervical/patient/cervical-treatment-pdg#section/_201.

49NCl, “Cervical Cancer Treatment,” https://www.cancer.gov/types/cervical/patient/cervical-treatment-pdq#section/_201.
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Cervical cancer stages, treatment options and survival rate

Stage Subdivision Indicated Treatment- Survival
Rates
Stage I: tumor is [IA: Small amount [Excision; total hysterectomy; radical [93%

confined to the

of cancer can be

hysterectomy; internal radiation

cervix seen with a therapy; external beam radiation
microscope therapy plus brachytherapy; radical
trachelectomy (removal of cervix but
not uterus) where preservation of
fertility is desired.
IB: Canceris Radical hysterectomy; high-dose 80%
visible without a |internal and external radiation
microscope therapy; radical trachelectomy;
combination of chemotherapy and
radiation therapy
Stage Il: spread |lIA: Cancerhas [Internal and external radiation 63%

beyond the
cervix but not to

the pelvic side

spread to the
upper two-thirds

of the vagina but

therapy; radiation therapy plus
chemotherapy; radical hysterectomy
followed by radiation therapy and

wall. not to the uterus |chemotherapy
[IB: Cancerhas  |Combined internal and external 58%
spread to both thefradiation therapy along with
vagina and uterus |[chemotherapy with cisplatin; other
drugs along with cisplatin
Stage lll: cancer [llIA: Cancerhas |Combined internal and external 35%

has spread to the

not spread to the

radiation therapy plus chemotherapy

lower third of the|pelvic wall
vagina. [lIB: Cancer has |Combined internal and external 32%
spread to the radiation therapy plus chemotherapy
pelvic wall and
may block proper
kidney function
Stage IV: IVA: Spread to Combined internal and external 16%
advanced local organs such ([radiation therapy plus chemotherapy
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(metastasized)
cancer: has
spread to other
organs or regions
of the body.

as the bladder or
rectum

IVB: Spread
beyond pelvic
area to other
areas such as the
liver, intestinal

tract, orlungs

Generally, not considered curable.
Radiation therapy and/or
chemotherapy to relieve symptoms

and improve quality of live

15%
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Il. Cervical Cancer Deaths in Alabama Reflect Inequality
and Neglect in the Health System

The US has the medical and technical expertise to prevent cervical cancer deaths.4* In the
US, cervical cancer was once the most common cancer and cause of cancer death in
women.42 Now, it is not even in the top 10 forincidence or mortality.s3 With sufficient

government support, the disease could feasibly be eliminated.

Yetin 2015, according to the most recent numbers available from the Centers for Disease
Control and Prevention, 4,175 women in the US died from cervical cancer.4 Even
conservatively, this is at least five times the number of women who died from pregnancy-
related or delivery-related complications.ss Worse, the mortality rate has stopped declining
and slightly more women are predicted to die from cervical cancerin the US in 2018 than in
2014. The United Nations expert on extreme poverty recently sharply criticized the US and
cited cervical cancer as one example of how persistent racial discrimination has made the

burdens of poverty even worse for many women.46

No one should die from cervical cancer, but some groups—those that are traditionally

marginalized or vulnerable in the US—do more often than others. For Black women, poor

41 See, for example, CDC,”HPV Vaccines: Vaccinating Your Preteen or Teen,” December 12, 2016,
https://www.cdc.gov/hpv/parents/vaccine.html (accessed July 31, 2018); CDC, “What Should | Know About Screening?,”
February 13, 2017, https://www.cdc.gov/cancer/cervical/basic_info/screening.htm (accessed July 31, 2018).

42 Haelle, “The great success and enduring dilemma of cervical cancer screening,” NPR,
https://www.npr.org/sections/health-shots/2015/04/30/398872421/the-great-success-and-enduring-dilemma-of-cervical-
cancer-screening.

43 CDC, “United States Cancer Statistics: Data Visualizations,” Leading Cancer Cases and Deaths, Female, 2015,
https://gis.cdc.gov/Cancer/USCS/DataViz.html (accessed July 31, 2018).

44 CDC, “United States Cancer Statistics: Data Visualizations,” n.d., https://gis.cdc.gov/Cancer/USCS/DataViz.html
(accessed June 19, 2018).

45 CDC, “Pregnancy-Related Deaths,” May 19, 2018,
https://www.cdc.gov/reproductivehealth/maternalinfanthealth/pregnancy-relatedmortality.htm (accessed July 9, 2018). The
maternal mortality rate in the US is on the rise and Black women are three to four times more likely to die from pregnancy-
related causes than their white counterparts. It has been recognized as a “life-or-death crisis” in the US. Linda Villarosa,
“Why America’s Black Mothers and Babies are in a life-or-death crisis” New York Times, April 11, 2018, (accessed July 9,
2018), https://www.nytimes.com/2018/04/11/magazine/black-mothers-babies-death-maternal-mortality.html. The
comparison between cervical cancer mortality and maternal mortality is significant because, while data reveals that racial
disparities in the former are lower than in the latter, there are still too many women, and particularly Black women, lost to
preventable, reproductive-health related deaths in the US.

46 Report of the Special Rapporteur on extreme poverty and human rights on his mission to the United States of America, U.N.
Doc. A/HRC/38/33/add.1 (2018), para. 57.
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women, women without insurance or regular access to health care, and those who fall into
more than one of these categories, cervical canceris more likely to be a death sentence.
Such disparities in death rates reflect the inequality that is embedded in the US health and

education systems.

Black Women Die from Cervical Cancer at Higher Rates Than Any Other Racial
or Ethnic group

Cervical canceris a disease of inequality. Poverty, lack of insurance, lack of regular access
to health care, and low education levels are all powerful drivers of cervical cancer risk—
something that it has in common with many other preventable diseases and conditions.#
Economic deprivation is strongly and independently associated with cervical cancer
mortality and women from poor communities have a higher risk of late-stage diagnosis and
lower rates of cervical cancer survival than those from more affluent communities in the
US.48 Individuals with public or no insurance are less likely to be screened, more likely to
have a late-stage diagnosis, and obtain optimal treatment less frequently.4 Moreover,
Southeastern US states that did not expand their Medicaid eligibility, like Alabama, had
lower screening rates at publicly funded, low-income clinics and higher mortality-to-

incidence ratios, which suggests lower chances of survival, for cervical cancer.s°

Racial disparities are stark. Of the 4,115 people who died of cervical cancerin the US in

2014, 796 were Black.s* This means almost one in five women who died from cervical

47 Kathleen Brookfield et al., “Disparities in survival among women with invasive cervical cancer,” Cancer, vol. 115, no. 1
(January 2008), p. 166-178, doi: 10.1002/cncr.24007; Kimlin Ashing-Giwa et al., “Diagnostic and Therapeutic Delays Among a
Multiethnic Sample of Breast and Cervical Cancer Survivals,” Cancer, vol. 116, no. 13 (July 1, 2010), p. 3202, doi:
10.1002/cncr.25060; Laura Musselwhite et al., “Racial/Ethnic Disparities in Cervical Cancer Screening and Outcomes,” Acta
Cytologica, vol. 60, no. 6 (November 2016), p. 518-26, doi: 10.1159/000452240; Thomas Churilla et al., “Disparities in the
management and outcome of cervical cancer in the United States according to health insurance status,” Gynecological
Oncology, vol. 141, no. 3 (June 2016), p. 516-23, doi: 10.1016/j.ygyn0.2016.03.025; S. Franceschi et al., “Differences in the
risk of cervical cancer and HPV infection by education level,” British Journal of Cancer, vol. 101, no. 5, p. 865-70, doi:
10.1038/sj.bjc.6605224.

48 Gopal Singh, “Socioeconomic, Rural-Urban, and racial inequality in US Cancer Mortality: Part 1 — All cancers and lung
cancer and Part Il - Colorectal, Prostate, Breast and Cervical Cancers,” Journal of Cancer Epidemiology (2011), doi:
10.1155/2011/107497.

49 Musselwhite et al., “Racial/Ethnic Disparities,” p. 516-23; Churilla et al., “Disparities in the management,” p. 516-23.

50 Seul Choi et al., “Medicaid Coverage Expansion and Implications for Cancer Disparities,” American Journal of Public Health,
vol. 105, no. 5 (November 2015), p. 706-12, doi: 10.2105/AJPH.2015.302876.

51CDC and NCI, “2014 Cancer Institute, “Types Grouped by Race and Ethnicity”, United States Cancer Statistics: 1999-

2014 Incidence and Mortality Web-based Report, 2017, https://nccd.cdc.gov/uscs/cancersbyraceandethnicity.aspx
(accessed April 27, 2018).
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cancer were Black, a troubling figure considering that African American persons make up
about 15 percent of the US population; the number of Black women dying from cervical

canceris 1.29 times higher than expected based on their share of the general population.s2

Black Alabamians are twice as likely to live in poverty as white Alabamians.s3 But racial
disparities in cervical cancer deaths are not reducible to disparate income levels. Studies
have found that controlling for socioeconomic status reduces the higher cervical cancer
mortality risk for Black women, but it does not erase it entirely.5# Even among women with
similar stages of the disease, Black women are less likely to receive treatment due to loss
of follow-up, therapeutic delays, and differences in treatment.ss States that did not expand
Medicaid, like Alabama, have higher proportions of African American people, people of
low socioeconomic status, and uninsured people, than those that did expand their
Medicaid programs.s¢ As expansion states have had sharper drops in their uninsured
populations, existing cancer outcome differences between states that did and did not

expand their Medicaid programs are likely to widen.5?

52 S Census Bureau, “Quick Facts: United States,” January 4, 2018,
https://www.census.gov/quickfacts/fact/table/US/PSTo45216#qf-headnote-a (accessed April 27, 2018).

53 “Poverty” is defined by the federal poverty guidelines, which are updated each year by the US Census Bureau. In 2018, a
family of four making less than $25,100 annually falls below the poverty threshold. See, US Department of Health and Human
Services, “Poverty Guidelines,” 2018, https://aspe.hhs.gov/poverty-guidelines (accessed June 28, 2018).

54 Candace Sheppard et al., “Assessment of mediators of racial disparities in cervical cancer survival in the United States,”
International Journal on Cancer, vol. 138, no. 11 (2016), p. 2622-30, doi: 10.1002/ijc.29996. See also, Singh, “Socioeconomic,
Rural-Urban, and racial inequality;” Eggleston et al., “Cervical cancer survival by socioeconomic status, race/ethnicity, and
place of residence in Texas, 1995-2001,” Journal of Women’s Health, vol. 15, no. 8 (2006), p. 941-51,
doi:10.1098/jwh.2006.15.941; Janaka Weragoda et al., “An examination of racial differences in 5-year survival of cervical
cancer among African American and white American women in the southeastern US from 1985 to 2010,” Cancer Medicine, vol.
5, no. 8 (May 16, 2016), p. 2126-35, doi: 10.1002/cam4.765. The 2016 study is reportedly the first study to use large
population data for a period spanning more than six years. But note, some studies that suggest that controlling for
socioeconomic status eliminated racial disparities. See, for example, Ann Coker et al., “Socioeconomic status and cervical
cancer survival among older women: Findings from the SEER-Medicare linked data cohorts,” Gynecological Oncology, vol.
102, no. 2 (August 2006), p. 278-84, doi: 10.1016/j.ygyn0.2005.12.016. Studies also show that the racial disparities in
cervical cancer mortality are eliminated once there is similar access to medical care. Ann Coker et al., “Ethnic Disparities in
Cervical Cancer Survival Among Medicare Eligible Women in a Multiethnic Population,” International Journal of Gynecological
Cancer, vol. 19, no. 1 (January 2009), p. 13-20, doi: 10.1111/1GC.obo13e318197f343; John Farley et al., “Equal Care ensures
equal survival for African American women with cervical carcinoma,” Cancer, vol. 91, no. 4 (February 2001), p. 869-873, doi:
10.1002/1097.

55 Musselwhite et al., “Racial/Ethnic Disparities,” p. 521-23. See also, D. Patel et al., “A population-based study of racial and
ethnic differences in survival among women with invasive cervical cancer: analysis of Surveillance, Epidemiology, and End
Results data,” Gynecological Oncology, vol. 97, no. 2 (May 2005), p. 550-58, doi: 10.1016/j.ygyn0.2005.01.045.

56 |indsay Sabik et al., “State Medicaid Expansion Decisions and Disparities in Women’s Cancer Screening,” American
Journal of Preventive Medicine, vol. 48, no. 1 (2015), p. 98-103, doi: 10.1016/j.amepre.2014.08.015.

57 |bid.; Choi et al., “Medicaid Coverage Expansion,” p. 706-12; Guttmacher Institute, “Dramatic Gains in Insurance Coverage
for Women of Reproductive Age are Now in Jeopardy,” January 17, 2018,
https://www.guttmacher.org/article/2018/01/dramatic-gains-insurance-coverage-women-reproductive-age-are-now-
jeopardy?utm_source=Master+List&utm_campaign=5a581287c4-
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Generally, more cervical cancer screenings mean less cervical cancer deaths. The fact that
Black women obtain screenings at slightly higher rates than white women contradicts
those findings.s8 Rather, experts agree that the lower relative survival and higher mortality
rates for Black women are likely due to later-stage diagnosis, treatment differences, and
comorbid conditions.s? The later-stage diagnosis can be explained in turn by failure to
follow up from abnormal screenings and diagnostic delays, that is, delays between an
abnormal result and cervical cancer diagnosis.¢ Studies have found that race, along with a
host of other factors like age, health insurance status, understanding of HPV, and

psychological distress, is correlated with poor follow-up after abnormal Pap tests.6!

Treatment differences after a cervical cancer diagnosis also play a partin outcome
disparities. Multiple studies have found differences in the receipt of appropriate treatment
along racial and ethnic lines, even after accounting for staging.é2 Ultimately, cervical
cancer treatment is complex, even for insured women, and options can include surgery,
radiation, chemotherapy, or some mixture of them all.s3 If the process is difficult for those

with insurance, it is even more complicated for poor, uninsured women given data

EMAIL_CAMPAIGN_2018_01_17&utm_medium=email&utm_term=0_gac83dc920-5a581287c4-260649673 (accessed April 30,
2018).

58 The CDC’s 2015 number show 83.2 percent of white women accessed screenings while 85.3percent of black women did.
“Based on these more recent data, the overall trend from 2000 to 2015 demonstrates that colorectal cancer screening
increased, breast cancer screening was stable, and cervical cancer screening declined slightly. Few subgroups met HP2020
targets in 2015, with many groups remaining far below targets, and disparities in use of cancer screening tests exist based on
race, ethnicity, income, and education.” Arica White et al., “Cancer Screening Test Use — United States 2015,” Morbidity and
Mortality Weekly Report March, vol. 66, no. 8 (March 3, 2017), https://www.cdc.gov/mmwr/volumes/66/wr/mmé608a1.htm
(accessed April 30, 2018). See also, Musselwhite et al., “Racial/Ethnic Disparities,” p. 518-26.

59 Musselwhite et al., “Racial/Ethnic Disparities,” p. 516-26; Levi Downs et al., “The Disparity of Cervical cancer in diverse
populations,” Gynecological Oncology, vol. 109 (January 2008), p. 25, d0i:10.1016/j.ygyn0.2008.01.003; Brookfield et al.,
“Disparities in survival,” p. 166-78; Wonsuk Yoo et al., “Recent trends in racial and regional disparities in cervical cancer
incidence and mortality in United States,” PLoS ONE, vol. 12, no. 2 (2017), doi: 10.1371/journal.pone.0172548.

60 Musselwhite et al., “Racial/Ethnic Disparities,” p. 519-22; Downs et al., “The disparity of cervical cancer,” p. 24-25.

61 | aura Fish et al., “Factors associated with adherence to follow-up colposcopy,” American Journal of Health Education, vol.
44, no. 6 (November 2013), p. 293-98, doi: 10.1080/19325037.2013.838881; Vicki Bernard et al., “Adherence to guidelines
for follow-up of low grade cytologic abnormalities among medically underserved women,” Obstetrics & Gynecology, vol. 105,
no. 6 (June 2005), p. 1323-28, doi:10.1097/01; Dana Chase et al., “The Challenge of Follow-up in a low income colposcopy
clinic: Characteristics associated with noncompliance in high-risk populations,” Journal of Lower Genital Tract Disease, vol.
16, no. 4 (January 2015), p. 345-51, doi: 10.1097/LGT.0bo13e318249640f; Virginia Cardin et al., “Low-income minority women
at risk for cervical cancer: a process to improve adherence to follow-up recommendations,” Public Health Reports, vol. 116,
no. 6 (November-December 2001), p. 608-616, doi: 10.1093/phr/116.6.608.

62 Downs et al., “The disparity of cervical cancer,” p. 24-25.

63 See, for example, Grace Smith et al., “Trends in the Quality of Treatment for Patients with Intact Cervical Cancer in the
United States 1999 through 2011,” International Journal of Radiation Oncology, vol. 92, no. 2 (January 27, 2015), p. 260-67,
doi: 10.1016/].ijrobp.2015.01.037.
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showing that socioeconomic status and health insurance coverage are influential factors

in both diagnostic and therapeutic delays, or delays between diagnosis and treatment.é4

Cervical canceris one of only three cancer locations for which five-year survival rates in the
US have not been improving, and like incidence and mortality, there are persistent racial
disparities in cervical cancer survival.ss What’s worse, Black women appear to be losing
ground where their chance of surviving more than five years after a cervical cancer
diagnosis is concerned.5¢ Poverty is certainly a key factor. But neither differential screening
rates nor differences in socioeconomic status completely explain away racial disparities in

health outcomes.

Alabama and the US South Have High Rates of Cervical Cancer and Poor
Indicators of Health

The US South is a racially and ethnically diverse area containing over one-third of the
nation’s population.s” People who live in the US South are more likely than the rest of the
nation to be uninsured, live in poverty, have poor health, and have worse health
outcomes.®® Southern women, in particular, have higher rates of smoking, cervical cancer

death, heart disease, diabetes, and HIV, than women in other regions of the US.69

Human Rights Watch focused on Alabama in some respects because it is representative,

and in other important ones, it is anomalous. On one hand, the state’s health environment

64 Ashing-Giwa et al., “Diagnostic and Therapeutic Delays,” p. 3202.

65 Only three types of cancer have 5-year survival rates that have not improved over time: Uterine, larynx and cervical cancers.
ACS, “Cancer Facts & Figures,” p. 27-28, https://www.cancer.org/content/dam/cancer-org/research/cancer-facts-and-
statistics/annual-cancer-facts-and-figures/2018/cancer-facts-and-figures-2018.pdf.

66 |n 1975-77, 1987-89 and 2006-12, the overall five-year survival rates for white women were 70, 73 and 71 percent
respectively. For Black women, they were 65, 57 and 58 percent. ACS, “Cancer Facts & Figures,” p. 27-28,
https://www.cancer.org/content/dam/cancer-org/research/cancer-facts-and-statistics/annual-cancer-facts-and-
figures/2018/cancer-facts-and-figures-2018.pdf. The lower survival rate is likely attributable to factors such as the age of
diagnosis, staging, the type of treatment used and histological subtype. Weragoda et al., “An examination of racial
differences,” p. 2126-35.

67 Samantha Artiga and Anthony Damico, “Health and Health Coverage in the South: A Data Update,” Kaiser Family
Foundation, February 10, 2016, https://www.kff.org/disparities-policy/issue-brief/health-and-health-coverage-in-the-south-
a-data-update/ (accessed March 30, 2018). This source uses the US Census regions to define the geographic expanse of the
US South.

68 |bid.

69 Julie Anderson et al., “The Status of Women in the South,” Institute for Women’s Policy Research, n.d.,
http://statusofwomendata.org/wp-content/uploads/2016/06/SWSouth2.24-for-posting-online.pdf (accessed April 30,
2018); Yoo et al., “Recent trends.”
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is typical of other Southern states. It has struggled with high rates of poverty, hospital
closures, and poor health indicators. On the other hand, it is unique in having
paradoxically both high cervical cancer screening rates and the highest cervical cancer

mortality in the nation.

The state ranked 47th in the nation in terms of overall health, losing only to three other
Southern states—Arkansas, Louisiana, and Mississippi—for the distinction of worst health
in the US.7 It ranks even lower in the health and wellbeing of women.7 It is the sixth
poorest state in the US, with Black and Hispanic residents falling below the poverty line at
over twice the rate of white residents.”2 The unemployment rate in Alabama is significantly
higher than the national average and it has the fifth lowest median household income in

the nation.”

High poverty, unemployment, and rates of uninsured adults combined with an
overburdened social safety net, scant public transportation, and gynecological shortages,
create a treacherous health care environment in Alabama. According to the most recent
CDC data available, in 2015, Alabama was tied with Kentucky for the third highest
incidence and had the single highest death rate for cervical cancer in the nation.7s About
235 Alabamian women are diagnosed with, and over 100 die from, the largely preventable
disease each year.”s Moreover, things appear to be getting worse. The rate of cervical
cancer cases and deaths increased 18.2 percent and 34.5 percent respectively between

2010 and 2014.7¢

79 United Health Foundation, “America’s Health Rankings: Annual Report 2017,” December 2017,
https://assets.americashealthrankings.org/app/uploads/ahrannuali7_complete-121817.pdf (accessed April 30, 2018).

71 “Status of Women in the States: Health & Well-being,” 2015, https://statusofwomendata.org/explore-the-data/health-
well-being/#section-f (accessed April 3, 2018). See also, United Health Foundation, “America’s Health Rankings,”; Adam
McCann, “2018’s Best & Worst States for Women,” WalletHub, March 5, 2018, https://wallethub.com/edu/best-and-worst-
states-for-women/10728/ (accessed April 30, 2018).

72 “Alabama Poverty Data Sheet,” Alabama Possible, 2017, http://alabamapossible.org/wp-
content/uploads/2016/02/AP_PovertyFactSheet_2017.pdf (accessed March 30, 2018).

73 US Census Bureau, “Small Area Income and Poverty Estimates: Median Household Income,” 2016,
https://www.census.gov/data-
tools/demo/saipe/saipe.html?s_appName=saipe&map_yearSelector=2016&map_geoSelector=aa_c&s_USStOnly=y&menu
=grid_proxy&s_year=2016&s_inclStTot=y&s_measures=mhi_snc (accessed April 2, 2018).

74 CDC, “United States Cancer Statistics,” https://gis.cdc.gov/Cancer/USCS/DataViz.html.

75 |bid.

76 Note that neither trend was statistically significant. ACS, “Alabama Cancer Facts & Figures 2016-2017,” November 2017, p.
10, http://www.alabamapublichealth.gov/ascr/assets/FactsFigures20162017.pdf (accessed April 3, 2018).
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Cervical canceris a disease of poverty, but also exclusion. Systemic racial inequality in
health has made the situation worse for some poor women. While race-based differences
in incidence have steadily narrowed in Alabama since 1999, racial disparities in mortality
have stayed relatively constant and remain well above the national average.?7 According to
Alabama’s most recently reported numbers, Black women die at almost double the rate of
white women from cervical cancer: 5.2 compared to 2.7 per 100,000 women.?8 Moreover,
research indicates that because cervical cancer rates have been historically miscalculated,
those numbers likely underestimate true racial disparities in mortality rates.?s If Alabama
reflects nationwide trends, the corrected rate would likely show that Black women die at

over twice the rate of white women from a preventable and curable disease.8°

In Alabama, the percentage of Black women being screened for cervical cancer is more
than 10 percent higher than the number of white women, and well above the national
average.8 This means that, on average, missed screenings cannot explain the disparate

mortality rates. Follow-up care and treatment are key. Ensuring that women can get past

77 Data was aggregated from the CDC. CDC, “Cancer Types Grouped by State and Region,” 2017,
https://nccd.cdc.gov/uscs/cancersbystateandregion.aspx (accessed April 3, 2018). See also, ACS, “Alabama Cancer Facts &
Figures 2016-2017,” p. 26, http://www.alabamapublichealth.gov/ascr/assets/FactsFigures20162017.pdf.

78 ACS, “Alabama Cancer Facts & Figures 2016-2017,” p. 26,
http://www.alabamapublichealth.gov/ascr/assets/FactsFigures20162017.pdf.

79 Some datasets, like those issued by the Surveillance, Epidemiology and End Results (SEER) 18 Program, include women
who have had hysterectomies when calculating cervical cancer rates. Doing so underestimates true rates by retaining women
who have had their cervixes surgically removed in the population at-risk denominator. To put it simply, women who have had
full hysterectomies have had their cervixes surgically removed and are, therefore, generally no longer at risk of cervical
cancer. Consider, for example, if men were included in the at-risk population when calculating cervical cancer rates. The rate
would drop dramatically because there would be more people in the denominator (at-risk population) while the numerator
(number of cervical cancer cases) would stay the same. By including people without cervixes, the uncorrected data similarly
dilutes the true risk of cervical cancer for women with cervixes. Black women have the highest prevalence of hysterectomy,
with highest rates among older Black women. Once people without cervixes were removed from the at-risk population,
cervical cancer incidence rates increase by as much as 83 percent for white women and 125 percent for Black women of the
same age. The highest percentage increase in mortality rates in the Bevis et al. study was found for Black women age 65 to
69. The rates were 126 percent higher for Black women and 75 percent higher for white women than was reflected in the
uncorrected data. The 2000-2012 cervical cancer mortality rates were originally thought to be 5.7 for Black women and 3.2 for
white women. Once corrected for the prevalence of hysterectomy, the rate jumped to 10.1 per 100,000 for Black women and
4.7 for white women. This represents an increase of 46.8 percent for white women and 77.19 percent for Black women. Bevis
et al., “Hysterectomy-Corrected,” p. 1047-48.

80 Bevis et al., “Hysterectomy-Corrected,” p. 1047-48. Bevis et al. showed that the cervical cancer mortality rate increased by
48 percent for white women and 76 percent for Black women on average. The percentage is higher or lower depending on age.
Assuming that the rate of hysterectomies in Alabama are reflective of nationwide trends, this would lead to a corrected rate
of around 3.96 for white women and g.21 for Black women based on Alabama’s most recent self-reported numbers (2009-
2013).

81 The 2014 percentage of women 18 and older obtaining cervical cancer screenings in Alabama were 74.9 and 85.8 for white
and Black women respectively. The nation-wide averages were 75.5 and 78.9 percent respectively. ACS, “Alabama Cancer
Facts & Figures 2016-2017,” p. 10, http://www.alabamapublichealth.gov/ascr/assets/FactsFigures20162017.pdf.
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the abnormal Pap tests to diagnosis and treatment is an integral part of addressing racial

disparities in mortality rates.82

Alabama’s Black Belt Is a Hub of Socioeconomic Deprivation and Poor Physical Health

Local experts identified the Black Belt as an area where women, and particularly Black
women, face unique challenges in accessing reproductive health care. The Black Belt is a
center of rural Black America.8s Originally, the term “Black Belt” referred to the naturally
rich, dark soilin a strip from central Alabama to Mississippi. After the turn of the 20th
century, the Black Belt moniker came to designate the counties with a majority Black

population.84

Alabama has 67 counties and opportunities for health care vary significantly depending on
where one lives.8s Because of data limitations, county-level rates of cervical cancer
incidence and mortality are unavailable in some cases and unintentionally misleading in
others.86 But there are predictors for areas where cervical cancer deaths are more likely:
populations with high poverty rates, low education rates, no insurance or public insurance,
and lack of access to a regular provider. These factors coincide in the Alabama Black
Belt.®7

Alabama’s Constitution was adopted in 1901, and the convention’s president, John B. Knox,

asserted that its aim was to “establish white supremacy in this state.”8 The state

82 Human Rights Watch interview with Dr. Warner Huh, Division Director of Gynecologic Oncology at the University of
Alabama Birmingham (UAB), December 12, 2017.

83 US Census Bureau, “Quick Facts: Alabama;” Allen Tullos, “The Black Belt,” Southern Spaces, April 19, 2004,
https://southernspaces.org/2004/black-belt (accessed April 30, 2018).

84 Anna Maria Barry-Jester, “Patterns of Death in the South Still Show the Outlines of Slavery,” FiveThirtyEight.com, April 20,
2017, https://fivethirtyeight.com/features/mortality-black-belt/ (accessed on April 3, 2017). See also, Tullos, “The Black
Belt,” https://southernspaces.org/2004/black-belt.

85 University of Washington Population Health Institute, “2016 County Health Rankings Key Findings Report,” County Health
Rankings & Roadmaps, 2016, http://www.countyhealthrankings.org/explore-health-rankings/rankings-reports/2016-county-
health-rankings-key-findings-report (accessed April 27, 2018).

86 The data can be “misleading” because of the historical miscalculation of cervical cancer data noted above, i.e. the failure
to exclude women who have had full hysterectomies from the “at risk” population, explained in footnote 79.

87 See, for example, Office of Primary Care and Rural Health, Alabama Department of Public Health (ADPH) and Alabama of
Rural Health Association, “Selected Health Status Indicators,” Black Belt Action Commission, October 2007,
http://www.alabamapublichealth.gov/ruralhealth/assets/BBACData.pdf (accessed April 27, 2018).

88 Official Proceedings of the Constitutional Convention of the State of Alabama: May 21st, 1906 to September 3rd, 1901, Day
2, May 22nd,
http://www.legislature.state.al.us/aliswww/history/constitutions/1901/proceedings/1901_proceedings_voli/1901.html
(accessed May 24, 2018).
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constitution, which still governs today, diminished the electoral influence and educational
opportunities of the Black Belt’s majority African American population and continues to
mandate school segregation (although this provision has long been invalidated by federal
law).89 Geographic isolation and de jure turned de facto segregation have helped shape
health and wellness in the Alabama Black Belt. The area has poor health, poor access to
health care services, and poor education opportunities, along with high rates of poverty,
unemployment, and uninsured adults. It therefore has the conditions in which one would

expect more preventable cervical cancer deaths to occur.

The Black Belt is a hub of physical, social, and economic deprivation in an already poor
state. Nine of the ten counties with the highest poverty and lowest median income in
Alabama are in the traditional Black Belt region.s° For context, consider thatin the US
about 14 percent of the population is living in poverty. In Alabama, that numberis 17.2
percent, or a little more than one in every six people. In the Black Belt, the poverty rates
range from a high of 35.4 percent in Dallas County to a low of 18.8 percent in Montgomery.
In most Black Belt Counties, one out of every three or four residents are living in poverty.s
Moreover, eight out of the ten worst Alabama counties for overall health outcomes are in
the Black Belt and it has some of the highest rates of unemployment, adult smoking, new

chlamydia cases, and HIV prevalence.s?

This is a substantive racial equality issue. Alabama is a state of 4.75 million people. A little
over half are female and a little over a quarter—26.8 percent—identify as Black or African
American. In the Black Belt, on the other hand, all counties except one have higher African

American populations than the state average, and in over half, the majority of residents

89 Sarah Warren, “Constitutional Convention of 1901,” Encyclopedia of Alabama, March 8, 2011,
http://www.encyclopediaofalabama.org/article/h-3030 (accessed April 2, 2018). Alabama Constitution sec. 256. See also,
“FY1: Alabama’s Constitution Still Calls for Separate Schools for White and Colored Children,” Washington Post, March 10,
2017, accessed April 30, 2018), https://www.washingtonpost.com/news/answer-sheet/wp/2017/03/10/fyi-alabamas-
constitution-still-calls-for-separate-schools-for-white-and-colored-children/?noredirect=on&utm_term=.873308egbbce.

90 US Census Bureau, “Small Area Income and Poverty Estimates,” https://www.census.gov/data-
tools/demo/saipe/saipe.html?s_appName=saipe&map_yearSelector=2016&map_geoSelector=aa_c&s_USStOnly=y&menu
=grid_proxy&s_year=2016&s_inclStTot=y&s_measures=mhi_snc (accessed April 2, 2018).

91 |n order of highest to lowest percent of people living in poverty in the Black Belt: Dallas (35.4 percent); Perry (35 percent);
Greene (34 percent); Bullock (32.6); Sumter (32.4 percent); Wilcox (31.9 percent); Lowndes (31.7 percent); Macon (30
percent); Barbour (29.9 percent); Marengo (25.8 percent); Pike 25.1 percent); Butler (24.8 percent); Hale (23.7 percent);
Choctaw (22.7 percent); Crenshaw (20.5 percent); Russell (19.3 percent); Montgomery (18.8 percent). University of Wisconsin
Population Health Institute, “County Health Rankings & Roadmaps,” http://www.countyhealthrankings.org/explore-health-
rankings/rankings-reports/2016-county-health-rankings-key-findings-report.

92 |bid.
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are Black.»3 Macon, Greene, Lowndes, Sumter, and Wilcox counties, moreover, are over 70

percent African American.o4

A legacy of deep community empowerment and political engagement exists aimed at
overcoming a history of abuse and contemporary manifestations of racial injustice. The
Alabama Black Belt is home to places that stood in the center of the civil rights movement,
such as Selma, Tuskegee, Lowndes, Dallas, Montgomery, and Marion.ss Activists and
community members continue to campaign against systemic harms like voter
disempowerment,? unequal education opportunities,’” and environmental injustice.?8 Just
this year the Equal Justice Initiative opened the National Memorial for Peace and Justice in
Montgomery. It is the first of its kind, dedicated to the victims of racial terror and white

supremacy.s

Human Rights Watch spoke to over a dozen community groups and organizations that are
working in their own way to build health and wellness in the Alabama Black Belt.z° But, as
Felicia Lucky from the Black Belt Community Foundation explained, the state had a hand in
creating systems of racial inequity and needs to act with intentionality to undo their effect:
“These systems have been created to take power from people, to make them feel
powerless....It didn’t happen by happenstance. It was intentional that those things

happened, and to undo it, we have to have the same intentionality.”

93 |bid. The one exception is Crenshaw county, which has a 24% African American population.
94 |bid.
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96 ann R. Newkirk, “How grassroots organizers got Black voters to the polls in Alabama,” The Atlantic, December 19, 2017,
https://www.theatlantic.com/politics/archive/2017/12/sparking-an-electoral-revival-in-alabama/548504/ (accessed May
28, 2018).

97 Black Belt Citizens Fighting for Health and Justice, “Our History,” n.d., http://blackbeltcitizens.org/our-history/#tab-id-39
(accessed May 28, 2018); Brian Lyman, “US Supreme Court rejects Alabama school-funding case,” Montgomery Advertiser,
October 6, 2014, https://www.montgomeryadvertiser.com/story/news/politics/southunionstreet/2014/10/06/us-supreme-
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98 Michelle Chen, “This town is sick of drinking polluted water,” The Nation, August 19, 2016,
https://www.thenation.com/article/this-town-is-sick-of-drinking-polluted-water/; https://fhi.duke.edu/file/lowndes-
countys-raw-sewage-problem-acre-alabama-center-rural-enterprise (accessed May 28, 2018); Ed Pilkington, “Hookworm, a
disease of extreme poverty thriving in the US south, Why?,” Guardian, September 5, 2017, (accessed May 28, 2018),
https://www.theguardian.com/us-news/2017/sep/o5/hookworm-lowndes-county-alabama-water-waste-treatment-poverty.

99 Equal Justice Initiative, “The National Memorial for Peace and Justice,” n.d., https://eji.org/national-lynching-memorial
(accessed May 28, 2018).
100 S Census, “QuickFacts: Alabama,” n.d., https://www.census.gov/quickfacts/AL (accessed April 30, 2018).
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Past Racist Policies and Practices Impact Health in the Black Belt

The Tuskegee syphilis study and the Relf case are two examples of government-
sponsored medical exploitation and mistreatment of poor Black patients in the Alabama
Black Belt. Both were programmatic abuses that originated in Macon County and show
how past state and federal policies supporting white supremacy can fracture community

trust in the medical profession.

From 1932 through 1972, the US Public Health Service (USPHS), in coordination with the
Tuskegee Institute, enrolled hundreds of poor Black Macon county sharecroppersin a
study on the natural history and progression of syphilis.zz Officials never told
participants they had syphilis nor were they treated, even after the discovery of a cure
forthe disease and the establishment of USPHS syphilis treatment centers.

The US government gave participants reparations in 1974 in the form of a class action
settlement and lifetime medical benefits.o3 Nevertheless, multiple health care providers
told Human Rights Watch that the memory of Tuskegee continues to fuel mistrust of the

health care system today, especially for older patients.

“We have a lot of elderly patients, and with them being elderly, they have heard stories
about certain programs, certain treatments like the Tuskegee syphilis study.... | don’t
think we’ve had many patients [from the study], but they’ve heard stories about it. You

know, from granddaddy. And it’s still in the back of their mind. There’s a trust factor.”4

The syphilis study is one example of how structural racism has manifested in medical
practices.ws The year after the Tuskegee syphilis study ended, the involuntary

sterilization of two African American sisters, also from Macon county, came to light. The

102 CpC, “US Public Health Service Syphilis Study at Tuskegee,” December 22, 2015,
https://www.cdc.gov/tuskegee/timeline.htm (accessed May 24, 2018).

103 |bid.

104 Human Rights Watch interview with two physicians from a federally qualified health center, Dallas County, February 20,
2018.

105 See, for example, Dr. Aaron Carrol, “Did the Infamous Tuskegee Study Cause lasting mistrust of Doctors Among Black?”
New York Times, June 18, 2016, (accessed May 30, 2018), https://www.nytimes.com/2016/06/18/upshot/long-term-
mistrust-from-tuskegee-experiment-a-study-seems-to-overstate-the-case.html.
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ensuing court case revealed sterilization abuse across the nation that spanned decades.
Doctors and nurses threatened to terminate welfare benefits belonging to women—many
of whom were Black or with intellectual disabilities—if they did not agree to be
sterilized, leading to the federally-funded sterilization of an estimated 100,000 to

150,000 poor people annually without informed consent safeguards.¢

The case incited a national conversation about racism, eugenics, and reproductive
freedom in US family planning clinics.®7 “What was going on through the ‘60s and early
‘7os was simply sterilizations, particularly in the South, of Black kids, Black women in
order to avoid reproduction of more Black people. It was basically a eugenics program,”
Joseph Levin, attorney for the Relfs from the Southern Poverty Law Center told Human
Rights Watch.ws8

The egregious, widespread injustice of the state-sponsored interference with Black
women’s autonomous reproductive decision making occurred unchallenged for
decades. The Relfcase led to the federal requirement that physicians obtain full,
informed consent for sterilization procedures.o9 Nevertheless, more than 40 years after
the Relf case was dismissed, women interviewed by Human Rights Watch still
experienced uncertainty about why they received hysterectomies. Blythe S., 62, of
Greene county, had a hysterectomy in 2007 after having heavy bleeding during her
period, but the doctor never explained why. “I dunno,” Blythe said. “I dunno what they
did to me. | really don’t.”=° Cynthia H., 55, of Greene county, is also not sure why she
needed a hysterectomy. She went to the hospital for a follow-up procedure after an
abnormal Pap smear and was told that she would need a “scraping,” likely an excisional
procedure to remove precancerous cervical cells, or a hysterectomy. “It [the scraping]

didn’t work | don’t think because he told me | needed a hysterectomy.”

106 Southern Poverty Law Center, “Relf v. Weinberger,” n.d., https://www.splcenter.org/seeking-justice/case-docket/relf-v-
weinberger (accessed May 24, 2018).

107 B. Drummond Ayres, “Racism, Ethics and Rights at Issue in Sterilization Case,” New York Times, July 2, 1973, (accessed
May 24, 2018), https://www.nytimes.com/1973/07/02/archives/racism-ethics-and-rights-at-issue-in-sterilization-case-
money.html.

108 Hman Rights Watch interview with Joseph Levin, attorney for the Plaintiffs in Relfv. Weinberg, April 12, 2018.

109 Southern Poverty Law Center, “Relf v. Weinberger,” https://www.splcenter.org/seeking-justice/case-docket/relf-v-
weinberger.

110 Hyman Rights Watch interview with Blythe S., 63, Greene county, February 23, 2018.

111 Human Rights Watch interview with Cynthia H., 55, Greene county, February 23, 2018.
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These cases inform women’s own experiences of callous reproductive health care. A
woman who had a hysterectomy after a painful colposcopy and cryotherapy, for
example, told Human Rights Watch, “I feel like he [the gynecologist] just looked at me as
a Black woman and just slaughtered me.”*2 She should continue to have cervical cancer

screenings, but refuses: “l just don’t want them touching me...”3

Tuskegee and Relfare indispensable historical and social context for understanding why
itis particularly concerning to hear a gynecologist from Selma raise concerns that
untrained doctors come to rural areas to effectively “practice” on women or that some
patients remain concerned that providers recommend hysterectomies inappropriately.:
“Doctors use hysterectomies as a form of birth control,” one woman said. “They take
your uterus; they take your cervix and then they don’t have to bother with you

anymore,”s

112 Human Rights Watch interview with Sammy B., 52, Sumter county, February 19, 2018.
113 |bid.
114 Human Rights Watch interview with Dr. William Stevens, obstetrician gynecologist in Selma, April 11, 2018.

115 Human Rights Watch interview with Mani M., 40, Perry county, February 16, 2018.
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lll. Gaps in Alabama’s Social Safety Net Contribute to
Cervical Cancer Mortality

Alabama’s high cervical cancer mortality rate exposes failures in the state’s bare-bones
public health care coverage. The state does not guarantee access to consistent coverage
for reproductive health care and the multiple publicly funded programs through which

women can access cervical cancer related care each have flaws and limitations.

A handful of narrowly focused, non-comprehensive programs help to extend health care
coverage to select populations or for select services. But Alabama’s approach to public
health care still leads to fluctuating insurance eligibility. Moreover, potentially prohibitive
costs for colposcopies and cervical cancer treatment means women who need more
advanced care are especially vulnerable. Ultimately, poor and low-income women are at
risk of falling through the holes in Alabama’s patchwork public health system.

This section will describe health care coverage in Alabama and how state and federal
government policies threaten to further damage it. It also details the impact these policies
have had on women facing immense challenges because of inconsistent health care

coverage.

Underserved Women at Risk: Impact of Inconsistent Access to Reproductive
Health Care Services

Cervical cancer mortality persists despite multiple programs providing coverage for
prevention or treatment. Alabama could improve health care coverage by expanding its
Medicaid program, but is instead taking steps that would further destabilize coverage in
the state. Alabama programs and federal regulations do not adequately address the
unique challenges that insurance coverage for colposcopy and diagnostic testing presents
to Alabama women. The federal government has also taken steps that undermine the
Patient Protection and Affordable Care Act, which will decrease insurance coverage in

Alabama.
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No Public System Ensures Consistent Coverage for Prevention, Treatment of Cervical
Cancer

Alabama uses state and federal programs to string together reproductive health care
services for poor and low-income women. Different programs have different, and
sometimes fluctuating, eligibility standards and cover different services. This means that
an uninsured woman could get her screening through one program, her colposcopy and
diagnostic services through another, and her cervical cancer treatment through a third,

assuming she meets the eligibility criteria for all of them.

The state Medicaid program provides one explanation for this. Very few abled-bodied, non-
pregnant adults in Alabama are eligible for full Medicaid coverage, which would enable
low-income and disabled people to access health care, such as preventive and emergency
services, with limited or no out-of-pocket costs.16¢ Medicaid is jointly funded by the state
and federal governments. The federal government sets the minimum requirements for
eligibility and benefits while states can shape how the program functions, that is, by
defining the eligible population, covered services, and methods for paying participating
doctors and hospitals.®7 Medicaid is an essential part of the US health care system,
covering about 1in 5 people and financing nearly 20 percent of personal health care

spending.8

Right now, Alabama is tied with Texas for the lowest Medicaid eligibility levels in the
nation.m9 An able-bodied adult who is not a caregiver or pregnant is ineligible for full

Medicaid coverage, no matter how poor the individual is. For a caretaker to be eligible,

16 Medicaid, “Access to Care,” https://www.medicaid.gov/medicaid/access-to-care/index.html (accessed May 29, 2018).

117 Robin Rudowitz and Rachel Garfield, “10 things to know about Medicaid: Setting the facts straight,” April 12, 2018,
https://www.kff.org/medicaid/issue-brief/10-things-to-know-about-medicaid-setting-the-facts-straight/ (accessed May 28,
2018).

118 Kaiser Family Foundation, “Health Insurance coverage of the total population,” n.d., https://www.kff.org/other/state-
indicator/total-
population/?currentTimeframe=08&sortModel=%7B%22colld%22:%22Location%22,%2250rt%22:%22asc%22%7D;
Rudowitz and Garfield, “10 things to know about Medicaid,” https://www.kff.org/medicaid/issue-brief/10-things-to-know-
about-medicaid-setting-the-facts-straight/.

119 Kaiser Family Foundation, “Where are States Today? Medicaid and CHIP eligibility levels for children, pregnant people and
adults,” March 28, 2018, https://www.kff.org/medicaid/fact-sheet/where-are-states-today-medicaid-and-chip/#table3
(accessed May 29, 2018).
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they must be living in extreme poverty, making less than 18 percent of the federal poverty

line or $2,196 annually.=°

Special groups qualify forincomplete or temporary Medicaid coverage.®2* Pregnant women
above the caretaker income threshold can receive maternity coverage, including full
Medicaid benefits, if theirincome is below 146 percent of the federal poverty line, or about
$17,724 per year for a one-person household.22 But that coverage ends three months after
the woman gives birth. Non-sterilized women ages 19 to 55 at the same income level
qualify for the state’s family planning program, Plan First. The county public health
departments also offer free or low-cost family planning services. Altogether, able-bodied
adults, including those on family planning, make up less than 20 percent of the people on

Alabama Medicaid in part due to the program’s severe income restrictions.23

In Alabama, “family planning services” includes things such as birth control, sexually
transmitted infection (STI) testing and Pap smears, but not follow-up care from abnormal
screenings.’24 To help cover this gap, the joint federal and state Alabama Breast and
Cervical Cancer Early Detection Program aims to increase access to breast and cervical
cancer services for uninsured or underinsured women.®s It covers cervical cancer
screenings, colposcopies, and diagnostic testing. 126 The program extends coverage for
eligible women even if they were screened by another program, like publicly funded family

planning.®27 In practice, however, the ABCCEDP faces funding and outreach limitations.

120 48 percent includes the income disregard. Alabama Medicaid, “Medicaid Eligibility Handout: Pregnant women, children

under 19, Parent and other caretaker relatives, Plan First (family planning and birth control services) for women age 19-55 and
males age 21 and over,” March 2018,
http://medicaid.alabama.gov/documents/3.0_Apply/3.2_Qualifying_Medicaid/3.2.1_Medicaid_for_Children_POCRs/3.2.1_
MAGI_Medicaid_Eligibility_Handout_Revised_3-6-18.pdf (accessed May 29, 2018).

121 See Alabama Medicaid, “Your Guide to Alabama Medicaid,” January 2018, p. 16-21,
http://www.medicaid.alabama.gov/documents/4.0_Programs/4.1_Covered_Services/4.1_Covered_Services_Handbook_Rev
ised_1-4-18.pdf (accessed May 28, 2018).

122 446 percent includes the income disregard. Alabama Medicaid, “Medicaid income limits for 2018,” February 2018,
http://medicaid.alabama.gov/documents/3.0_Apply/3.2_Qualifying_Medicaid/3.2_Medicaid_Income_Limits_2-6-18.pdf
(accessed May 29, 2018).

123 Alabama Medicaid, “FY 2016, Who does Alabama Medicaid Serve?” n.d.,
http://www.medicaid.alabama.gov/documents/2.0_Newsroom/2.3_Publications/2.3.5_Annual_Report_FY16/2.3.5_FY16_W
ho_Does_Alabama_Medicaid_Serve.pdf (accessed May 28, 2018).

124 Alabama Administrative Code, sec. 560-X-14-.03 t0 .05.

125 Alabama Breast and Cervical Cancer Early Detection Program, “Provider Manual,” June 2017,
http://www.alabamapublichealth.gov/bandc/assets/2016ProvMan.pdf (accessed June 7, 2018).

126 |bid,

127 |bid.
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Despite the public options for prevention and screening, before 2010 there was no
coverage for the treatment when someone was diagnosed with cervical cancer. In 2010,
the Breast and Cervical Cancer Treatment Program (BCCTP) addressed that significant flaw,
extending full Medicaid benefits to uninsured women under 65 with breast or cervical

cancer.

The consequence of providing different programs with different services and different
eligibility is delay, confusion, and forgotten women. One study found that after the BCCTP
was established, treatment delays worsened in part because of obstacles imposed by the
Medicaid enrollment process.®28 The harm was especially acute for Black women, whose
chance of meeting the standard for the initiation of cancer treatment decreased by almost

10 percent, but the reason for this disparate impact is not clear from the study.t2s

Inexplicably, BCCTP Medicaid benefits terminate once the person is determined to be
cancer-free, leaving uninsured cancer survivors without coverage for necessary

maintenance tests and treatment to ensure that the cancer does not recur.

The US has a publicly-funded health insurance program called Medicare for adults over 65
years old. Medicare Part A is generally premium-free and covers hospital and nursing
facility care.13° Medicare Part B, which is more comprehensive and covers medically
necessary and preventive services, does require a monthly premium.®! For those under 65,
health insurance is often contingent on employment status; over half of adults under 65
have health insurance through their employer.32 Those who do not—whether because their

employer does not offer health insurance, they are employed part-time, or they are

128 S3ra Rosenbaum, “The ACA: Implications for the accessibility and quality of breast and cervical cancer prevention and
treatment services,” Public Health Reports, vol. 127, no. 3 (2012), p. 340-344, doi: 10.1177/003335491212700314; P.M. Lantz
and S. Soliman, “An evaluation of Cancer Care: The Breast and Cervical Cancer Prevention and Treatment Act of 2000,”
Women’s Health Issues, vol. 19, no. 4 (2009), p. 221-31, doi: 10.1016/j.whi.2009.04.001.

129 |bid.

130 Medicare, “What Part A covers,” n.d., https://www.medicare.gov/what-medicare-covers/what-part-a-covers (accessed
November 1, 2018); Medicare, “Medicare costs at a glance,” n.d., https://www.medicare.gov/your-medicare-
costs/medicare-costs-at-a-glance (accessed November 1, 2018).

131 Medicare, “What Part B covers,” n.d., https://www.medicare.gov/what-medicare-covers/what-part-b-covers (accessed
November 1, 2018); Medicare, “Medicare costs at a glance,” n.d., https://www.medicare.gov/your-medicare-

costs/medicare-costs-at-a-glance (accessed November 1, 2018).

132 Kaiser Family Foundation, “Employer-Sponsored Coverage Rates for the Nonelderly by Federal Poverty Level (FPL),” n.d.,
https://www.kff.org/other/state-indicator/rate-by-fpl-
2/?activeTab=map&ecurrentTimeframe=0&selectedDistributions=total&sortModel=%7B%22colld%22:%22Location%22,%2
250rt%22:%22asc%22%7D (accessed July 10, 2018).
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experiencing unemployment—have to purchase insurance themselves, leaving them at

higher risk of being uninsured.3

For the uninsured and underinsured, the public health care system is crucial. Rather than
taking a comprehensive approach to public health care, state and federal programs are
created or shift as gaps in treatment become clear, tacking women’s health care services
onto the Alabama social safety net. Mani M., a 40-year-old cervical cancer survivor from
Perry county said, “It’s fortunate that we have the community partnerships that we have.
But when it comes to women.... Well, | think the health care system was originally built for

men.,”34

Resources Exist to Expand Medicaid, Instead Alabama Wants to Make Medicaid Stingier

The state legislature or governor could act to improve coverage for poor and low-income
people with the help of federal government funding, but they have chosen not to. Instead,
Governor Kay Ivey has requested special permission to make Alabama’s Medicaid
eligibility even more restrictive by imposing counterproductive work requirements,

undermining efforts to increase access to life-saving cervical cancer care.ss

Under the Patient Protection and Affordable Care Act (ACA), states can use federal funds to
expand their Medicaid programs and cover more people.:3é The formula established by the
ACA effectively means that residents below 138 percent of the federal poverty level—
whether or not they have children, are pregnant, or are disabled—would be eligible for

Medicaid coverage in the states that expand coverage. The federal government paid 100

133 Kaiser Family Foundation, “Uninsured rates for the nonelderly by family work status,” n.d.,
https://www.kff.org/uninsured/state-indicator/rate-by-employment-
status/?currentTimeframe=0&sortModel=%7B%22colld%22:%22Location%22,%2250rt%22:%22asc%22%7D (accessed
July 10, 2018); Kaiser Family Foundation, “Distribution of the nonelderly with employer coverage by family work status,” n.d.,
https://www.kff.org/private-insurance/state-indicator/distribution-by-employment-status-
3/?currentTimeframe=0&sortModel=%7B%22colld%22:%22Location%22,%2250rt%22:%22asc%22%7D (accessed July 10,
2018).

134 Human Rights Watch interview with Mani M., 40, Perry county, February 16, 2018.

135 Alabama Medicaid, “Proposed Section 1115 Demonstration — Work requirements,” February 29, 2018,
http://www.medicaid.alabama.gov/content/2.0_Newsroom/2.7_Special_Initiatives/2.7.5_Work_Requirements.aspx
(accessed July 9, 2018).

136 National Federation of Independent Business v. Sebelius, 567 US 519 (2012).
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percent of expansion costs for the first 3 years, beginning in 2014, and will phase down to

90 percent by 2020.137

Alabama struggles to fund its bare-bones Medicaid program. A one-time oil spill

settlement made up for recent budgetary shortfalls, but that money has run out. Carryover
from the 2017 budget, attributable to lower drug costs and decreased Medicaid enrollment,
helped offset the need to increase state funding, but it is not clear that the savings are

sustainable.:8

In 2015, then-Governor Robert Bentley created the Alabama Health Care Improvement Task
Force in response to concerns about the “serious shortage” of physicians in rural
Alabama.®2 The task force unequivocally recommended that the state expand Medicaid.
Yet neither current Governor Kay Ivey nor the Alabama legislature have acted to expand
Medicaid coverage to the estimated 153,000 people who could benefit, most of whom

have no other realistic access to health insurance coverage.

Medicaid expansion has been shown not only to increase access to comprehensive health
services, but to reduce poverty, a primary driver of cervical cancerrisk in the US.%2 It could

help stabilize and support a buckling healthcare system, decrease the risk of rural hospital

137 Larisa Antonisse et al., “The Effects of Medicaid Expansion under the ACA: Updated Findings from a Literature Review,”
Kaiser Family Foundation, March 2018, http://files.kff.org/attachment/Issue-Brief-The-Effects-of-Medicaid-Expansion-Under-
the-ACA-Updated-Findings-from-a-Literature-Review (accessed November 15, 2018).

138 Mike Cason, “Alabama Medicaid Agency delivers good news, at least for now,” AL.com, January 4, 2018,
https://www.al.com/news/index.ssf/2018/01/alabama_medicaid_agency_delive.html (accessed May 28, 2018).

139 Erin Edgemon, “Task force explores accessible health care; Bentley considers state plan,” AL.com, April 6, 2015,
https://www.al.com/news/index.ssf/2015/04/gov_bentley_forms_health_care.html (accessed May 28, 2018).

140 Mary Sell, “Alabama health task force recommends Medicaid expansion,” Times Daily, November 18, 2015, (accessed
April 30, 2018), http://www.timesdaily.com/news/capital_notes_and_quotes/alabama-health-task-force-recommends-
medicaid-expansion/article_gcoe7465-5855-514€-9843-0e8cood49a34.html.

141 Rachel Garfield and Anthony Damico, “The Coverage Gap: Uninsured Poor Adults in States that did not Expand Medicaid,”
Kaiser Family Foundation, November 1, 2017, https://www.kff.org/uninsured/issue-brief/the-coverage-gap-uninsured-poor-
adults-in-states-that-do-not-expand-medicaid/ (accessed April 30, 2018). Initially, the Affordable Care Act would have
expanded Medicaid coverage for individuals by at least 138 percent of the Federal Poverty Line. In National Federation of
Independent Business v. Sebelius, 567 U.S. 519 (2012), the Supreme Court held that requiring states to expand or risk losing
Medicaid funding was beyond Congress’s power under the spending clause. Some states have chosen to expand while
others have not. The ACA also provides subsidies to individuals who are ineligible for Medicaid to pay for private health
insurance on the ACA marketplace. Because the Act was drafted with the presumption that all states would expand Medicaid,
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142 Nazihah Siddiqui, “Reducing Poverty: How Medicaid does more than just improve access to healthcare in cities,” Chicago
Policy Review, January 20, 2014, http://chicagopolicyreview.org/2014/01/20/reducing-poverty-how-medicaid-does-more-
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closures, and create new opportunities for employment. By not expanding its Medicaid
program, Alabama lost $14.4 billion of federal Medicaid funding and is leaving $4.9 billion

unclaimed over the next decade.3

Unlike Alabama, states that have expanded their Medicaid programs have seen increased
access to care and more significant reductions in health care access disparities compared
to states that have not expanded their Medicaid programs.4 The ACA has especially
benefited vulnerable populations, with the largest coverage gains since 2012 made by

people of color, poor and low-income individuals, and people without a college degree.s

People living in rural areas have benefited most of all from states’ decision to expand
Medicaid. Rural areas in states that expanded have seen increased Medicaid coverage and
reduced uninsured rates. In fact, non-elderly residents in states that did not expand their
Medicaid programs are nearly twice as likely to be uninsured compared to those in rural
areas in states that did.»¢ Moreover, rural hospitals in states that expanded Medicaid are

significantly less likely to close than those in states that did not do so.7

Rather than securing better coverage for Alabama residents, the state is going in the

opposite direction.
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Issues,” Robert Wood Johnson Foundation, August 2014,
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147 |bid.; Jack Hoadley et al., “Medicaid in Small Towns and Rural America: A Lifeline for Children, Families, and
Communities,” Georgetown University Center for Children and Families & University of North Carolina NC Rural Health
Research Programs, June 2017, https://ccf.georgetown.edu/wp-content/uploads/2017/06/Rural-health-final.pdf (accessed
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The lvey administration submitted a proposal to the Department of Health and Human
Services (HHS) on July 31, 2018 to add work requirements to Alabama Medicaid.*8 Under
the proposal, caretakers would have to work at least 35 hours, or 20 hours if they have
children under 6 years of age, per week to be eligible for Medicaid. In a particularly cruel
catch 22, any caretaker who meets the work requirement—waorking, for example, at least
20 hours per week at minimum wage—would exceed the Medicaid income limitations and
be ineligible for coverage, unless they had eight or more dependents.®49 An estimated
8,700 of the poorest Alabamians would lose Medicaid coverage in the first year, with
women, African American persons, and families in rural communities taking the hardest
hit.1s0

The lvey administration’s proposal is short on implementation details. Advocates fear that
the process of verifying whether applicants are complying with the work requirements will
drive up administrative costs and result in people losing coverage not because they were

not working, but because they did not file the necessary paperwork.t

Alabama’s Safety Net Does Not Adequately Cover Colposcopies and Other
Follow-up Care

Regular screenings are essential to preventive care but, by themselves, are not enough to
prevent cervical cancer deaths. A systematic review of follow-up care after abnormal
cervical, breast, and colon cancer screenings showed that about one in four screened
women did not receive timely and appropriate follow-up care.’2 In Alabama, the ABCCEDP
is the only public program specifically structured to bridge the devastating gap in the

Alabama health care safety net: coverage for colposcopies and diagnostic tests for
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http://src.bna.com/BnM (accessed October 26, 2018).

149 See, Georgetown University Health Policy Institute, “The Impact of Alabama’s Proposed Medicaid Work Requirement on
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uninsured and underinsured women. However, budgetary restrictions limit the

effectiveness of the program.

Women with private insurance, Medicaid, or access to the ABCCEDP or the county health
department should be able to obtain a cervical cancer screening without any out-of-pocket
cost.’s3 For women without those options, a Pap test could range from $20 to $75 and an
HPV test could cost $80 or more depending on laboratory fees—figures that are

unaffordable for some women.s4

Colposcopies and biopsies are significantly more. If a screening reveals an abnormal result,
the cost for the necessary follow-up care can be prohibitive for the insured and uninsured
alike. Despite being necessary aspects of cervical cancer prevention, colposcopies and
biopsies are not covered as preventives service under the ACA’s essential benefit mandate
or as family planning services under the Alabama Medicaid Administrative code.®s The
exclusion of colposcopies and diagnostic testing means those services are less affordable

and accessible, even for insured women.6

Screenings are entirely ineffective at preventing the development of cervical cancer if
women do not receive follow-up services. Dr. Warner Huh, the director of the only low-

income colposcopy clinic in Alabama, explained:

153 See, Jenna Walls et al., “Medicaid coverage of Family Planning Benefits: Results from a State Survey, Kaiser Family
Foundation, September 15, 2016, https://www.kff.org/report-section/medicaid-coverage-of-family-planning-benefits-results-
from-a-state-survey-cervical-and-breast-cancer-services/ (accessed April 30, 2018).

154 The cost of services can vary depending on the provider and their pricing structure. Dr. Stevens told Human Rights Watch
that his practice charges about $40 for a visit that includes a Pap and $150 for a colposcopy without any diagnostic testing.
Others have listed Pap prices that can go as high as $200. See Darcy Bettigole, “The Thousand-Dollar Pap Smear,” The New
England Journal of Medicine, vol. 369, no. 16 (October 2013), p. 1486-86, doi: 10.1056/NEJMp1307295; Olivia Marcus, “How
much does a Pap smear cost?,” Amino, February 7, 2017, https://amino.com/blog/pap-smear-cost/ (accessed April 30,
2018); Lisa Fayed, “How much does a Pap smear cost?,” VeryWellHealth.com, April 30, 2018,
https://www.verywell.com/how-much-does-a-pap-smear-cost-582030 (accessed May 28, 2018). See also, Justin Chura, “FDA
approves HPV DNA test for cervical cancer screening,” Cancer Treatment Centers of America, May 1, 2014,
https://www.cancercenter.com/discussions/blog/FDA-approves-HPV-DNA-test-for-cervical-cancer-screening/ (accessed
April 30, 2014).

155 Alabama Code sec. 560-X-14-.05(6).

156 A colposcopy generally costs between $100 and $500. A biopsy adds $300 or more to that price. If done in a hospital, the
total could reach $1,000 or more. Colposcopy Cost, Cost Helper Health, n.d., https://health.costhelper.com/colposcopy.html
(accessed August 7, 2018). See also, Human Rights Watch interview with Dr. Warner Huh, Division Director of Gynecologic
Oncology at the University of Alabama Birmingham (UAB), December 12, 2017 (citing $1,000 as the cost for a colposcopy and
biopsy).
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Even though screening is provided for free to women who are insured, the
diagnostic procedure is not. So yeah, your $35 Pap is covered but your
$1,000 colposcopy and biopsy isn't. Well, that doesn't help anybody, right?
So, if you're screened and have an abnormal test, that's only one piece of
the pie.... Yeah, get screened. But will we have a way for you to get treated

and managed when there's an abnormal screening test?1s7

The ABCCEDP is a key avenue in Alabama for coverage of colposcopies and other follow-up
services. Program staff have shifted eligibility standards to serve women left out by the
state’s family planning program: women between the ages of 30 and 39 with tubal
ligations and those covered by Alabama Medicaid’s family planning program who need
colposcopies or diagnostic procedure.®® In the future, program staff hope to extend
eligibility to women in their twenties whose follow-up care is similarly not covered by

Alabama Medicaid’s family planning program.9

Severe financial constraints limit the program’s effectiveness despite efforts at increasing
its reach. The legislature appropriates some funds for the program but not enough to meet
the state’s obligation to contribute $1 for every $3 provided by the federal government.
Instead, the program makes its match through providers’ donated work and time.¢° The
Medicare rate is less than providers’ usual and customary fee. Therefore, “they are taking
a loss when agreeing to see women at the Medicare rate,” as Nancy Wright, the director of
the Alabama Department of Public Health division that heads the ABCCEDP, said.®* The
program counts the amount that providers are underpaid as though itis a state

contribution for the purposes of making the $1 match.:2

157 Human Rights Watch interview with Dr. Warner Huh, Division Director of Gynecologic Oncology at the University of
Alabama Birmingham (UAB), December 12, 2017.

158 Human Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and two
other representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018.
Clarification made in Human Rights Watch telephone call with Nancy Wright, director of the ADPH’s Cancer Prevention and
Control Division, and two other representatives from the Alabama Breast and Cervical Early Detection Program, January 3,
2019.

159 |bid.
160 |bid,
161 |bid,
162 |hid,
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State appropriations for the ABCCEDP have been relatively stagnant over the past
decade.3 The 2018 budget includes the first funding increase in years: from $383,500 to
$500,000.%4 “|t’s gone up and down. Most of the time, if you look over a 10-year period, it

stays the same,” Wright explained.s

Federal funding has also recently shifted. It took a devastating hitin 2017, when the
Department of Health and Human Services cut the National Breast and Cervical Cancer
Early Detection program (BCCEDP)—which is the source of the matching funds—by $40.8
million or about 15 percent of its total budget.¢¢

Additionally, the CDC has changed its approach to state BCCEDP grants. The grant process
is essentially pushing the ABCCEDP from a need-based approach that prioritized direct
services to the uninsured and toward a multi-level approach that includes other priorities,
such as fostering environmental, workplace, and health system changes, in addition to the
provision of direct services.*7 Because the ABCCEDP must implement the new and old
components equally, less money is available for direct services. “You only have so much
and when you divert it to do other things that means there will be less direct services for

women who have no insurance,” Wright explained.:68

The goal of the new approach, according to Wright, is to create systemic changes that will
improve health care access forinsured and uninsured women alike.?69 However, both the
budget cuts and new grant approach are predicated on insurance gains made through the

ACA marketplace and the option to expand Medicaid coverage to low-income people,

163 ADPH, “FY 2019 Budget Request,”
http://lsa.state.al.us/PDF/LFO/presentations/2018.budget.hearings/public_health_2018_budget_hearing_presentation.pdf
(accessed May 30, 2018).

164 “State General Fund Appropriations Comparison Sheet for FY 2019 — SB 178 (Act 2018-354),” March 29, 2018,
http://lsa.alabama.gov/PDF/LFO/FY2019/SGF/SGF-FY-2019-enacted.pdf (accessed May 29, 2018).

165 Human Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and two
other representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018.

166 (D, “Department of Health and Human Services: Fiscal Year 2017,” n.d., https://www.cdc.gov/injury/pdfs/budget/cdc-
full-request.pdf (accessed May 29, 2018).

167 Human Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and two
other representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018. See also,
CDC, “National Breast and Cervical Cancer Early Detection Program (NBCCEDP): Social Ecological Model,” August 1, 2013,
https://www.cdc.gov/cancer/nbccedp/sem.htm (accessed May 30, 2018).

168 Human Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and two
other representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018.

169 |bid.
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which Alabama has not done.70 At the same time, health care coverage improvements risk

regression under new federal actions.

Wright agrees with the premise of the new grant focus. However, she reported fearing the
new approach could lead to increased demands that the state cannot meet, especially

with a reduced direct services budget:

| can tell you that | was very resistant because it has always been from the
beginning that our role was to help directly provide services to women who
are in need. So, | was very resistant to working with the system or
workplace or do outreach, because how do you do more outreach and bring

more people in if you can’t pay for the direct services?

Minimal state and federal funding means that most woman who are ABCCEDP eligible fall
through the cracks. An estimated 70,000 Alabamian women, or 82 percent of those
eligible, are not accessing the program and marketing is tightly restricted.72 Program staff
members cannot do outreach to all eligible women because doing so risks bankrupting the

program.

Our money matches our enrollment. If we get x amount of money, we can

see maybe 15,000 women. If we advertised, we would exceed and get

179 On the CDC’s new grant review criteria: “They’re thinking like ACA is in most of the states, and with insurance, a lot of
states have Medicaid expansion so insured population is there. So, they’re thinking, like, already CDC is giving money for
screening all of these years. Now, all of our programs should make the health system more sustainable.” Human Rights
Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and two other
representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018. On the funding
decrease for the National BCCED program: “As the Affordable Care Act (ACA) increases access to cancer screening services,
which began in 2014, the public health need to provide these clinical services has diminished. The ACA has increased access
to cancer screening services for many low-income, underserved women and men through expanded insurance coverage,
similar to the populations covered by CDC’s National Breast Cancer and Cervical Cancer Early Detection Program and
Colorectal Cancer Control Program.” CDC, “Department of Health and Human Services Fiscal Year 2017: Justification of
Estimates for Appropriation Committees,” 2017, p. 14, https://www.cdc.gov/injury/pdfs/budget/cdc-full-request.pdf.

171 Human Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and
other representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018.

172 Alabama Cancer Action Center, “Current funding for the Alabama Breast and Cervical Cancer Early Detection Program
(ABCCEDP) provides cancer screening to only about 18 percent of the more than 87,000 women eligible,” n.d.,
https://www.acscan.org/current-funding-alabama-breast-and-cervical-cancer-early-detection-program-abccedp-provides-
cancer (accessed May 28, 2018); Human Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention
and Control Division, and two other representatives from the Alabama Breast and Cervical Early Detection Program,
Montgomery, April 12, 2018.
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17,000 or 18,000 women and we wouldn't have the funds to pay that. So,

marketing is very challenging, very restrictive...173

To run the underfunded program, ABCCEDP staff adjust eligibility requirements to cut down
on the number of women accessing services when the budget is tight. This has led to

significant inconsistency in the eligibility guidelines over time.

Over the past 12 years we’ve been together, we’ve increased eligibility and
we’ve decreased eligibility. We’ve increased and decreased, always trying
to make minimal, minimal changes because you can’t just change it
because doctors don’t respond to change that fast and there’s

appointments ahead of time.74

An ABCCEDP official told Human Rights Watch that not all eligible women are receiving
colposcopy coverage through the program, not because the program is unavailable to
them but because providers are not enrolling them in ABCCEDP. Instead many women seek
other avenues for care, such as sliding scale clinics. Those services may require
unaffordable co-pays or high transportation costs to reach that may make these services

inaccessible to women living in poverty..17s

Usually the primary health providers, the county health departments who
are referring, they know about the patients. So, if they knew that the patient
doesn’t have any money or they cannot refer, then they come to us. Most of
the time, | think if the patient has some avenues or something is covered,

usually it goes through sliding scale.s

Human Rights Watch understands this means that some otherwise-eligible women miss
the opportunity to enroll for full ABCCEDP coverage for colposcopies and are instead

referred to a reduced-cost service provider. This does not mean they are barred from

173 Human Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division and
other representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018.

174 |bid.
175 |bid.

176 |bid., “Sliding scale” refers to clinics that offer sliding scale fees, or variable charges for services according to the
patient’s ability to pay. Patients are given greater or lesser discounts depending on theirincome and personal expenses. The
poorer the person, the steeper the discount.
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enrollment. As ABCCEDP officials have clarified to Human Rights Watch, “[e]ven if the
patient was not enrolled to begin with, [the program] will step in and provide coverage.”77
Dr. Stevens, one of the only obstetrician gynecologists in the central portion of the
Alabama Black Belt, told Human Rights Watch that the cost of the colposcopy and biopsy

is enough to keep women from care even when it is reduced:

There are a lot of people who the health department will make the
appointment for the patient, and they won't show up. It's understandable if
they don't have any insurance and they're afraid that they'll have to pay
because, you know, a lot of people will charge a decent amount of money.
We charge only $150 to do a colposcopy.»8

The financial constraints that his patients are under have impacted the way he treats
women. He will avoid doing a biopsy along with the colposcopy unless it is strictly
necessary because his patients often cannot afford the laboratory fees: “And | don't do any
biopsies hardly ever.... They're probably $300 per biopsy.”s

Reduced-fee procedures are available at the UAB Colposcopy Clinic, which charges $60 for
a colposcopy—or more for additional procedures—but can waive or reduce the fee.
However, for this option, travel and limited availability replaces cost as a barrier. Some
women drive three or four hours both ways to attend an appointment.:8° The clinic is only
open for colposcopies on Friday mornings, creating additional burdens for women who are
not able to take time off work or find child care.:3? These challenges contribute to the

clinic’s low follow-up rate, which is consistently less than 5o percent.:2

177 Email received by Human Rights Watch, from Kumari Seetala, Director, Cancer Screening Services, Alabama Cancer
Prevention and Control Division, December 20, 2018.

178 Human Rights Watch interview with Dr. William Stevens, obstetrician gynecologist in Selma, April 11, 2018.

179 Human Rights Watch interview with Dr. Warner Huh, Division Director of Gynecologic Oncology at the University of
Alabama Birmingham (UAB), December 12, 2017.

180 |hiq.

181 |hid.; Human Rights Watch interview with Dr. Edward Partridge, retired Director of the University of Alabama Birmingham
(UAB), December 12, 2017.

182 4man Rights Watch interview with Dr. Warner Huh, Division Director of Gynecologic Oncology at the University of
Alabama Birmingham (UAB), December 12, 2017.

49 HUMAN RIGHTS WATCH | NOVEMBER 2018



Actions by the US Government Decrease Insurance Coverage in Alabama

Federal actions threaten to undo the health care coverage improvements that have been
made. Congress repealed the individual mandate of the ACA, which had created a tax for
people who do not have health insurance. The repeal raised fears that younger, healthier
people will not obtain insurance, lowering coverage rates and increasing health insurance

prices for those who do.:3

Hours into his presidency, US President Donald Trump signed an executive order to
“minimize the economic burden of the Patient Protection and Affordable Care Act” pending
its “prompt repeal.”8 The order led the Internal Revenue Service to change its practices
and process tax returns even if they do not meet the ACA’s required minimum coverage.8s
President Trump also signed an order allowing new, unregulated insurance packages that
risk undermining the long-term viability of key innovations in the law, potentially making
coverage too expensive for people with greater health care needs. Furthermore, President
Trump threatened to halt federal support for health care subsidies, a critical source of
funds that help people under 250 percent of the federal poverty level afford to buy health
care on the ACA marketplace, a state-facilitated or federally-facilitated place where

uninsured people can learn about, compare, and purchase health insurance plans.¢

The Trump administration took aim at public outreach and information about ACA
enrollment. HHS cut advertising for open enrollment by 9o percent, reduced grants for
navigators who help people sign up for health insurance through the ACA marketplace, by

about 40 percent, and cut the open enrollment period in half.®87 The administration also

183 Margot Sanger-Katz, “Requiem for the Individual Mandate,” New York Times, December 21, 2017, (accessed May 28,
2018), https://www.nytimes.com/2017/12/21/upshot/individual-health-insurance-mandate-end-impact.html.

184 National Archives and Record Administration, “Executive Order Minimizing the Economic Burden of the Patient Protection
and Affordable Care Act Pending Repeal,” Presidential document in the Federal Register, January 24, 2017,
https://www.federalregister.gov/documents/2017/01/24/2017-01799/minimizing-the-economic-burden-of-the-patient-
protection-and-affordable-care-act-pending-repeal (accessed May 28, 2018).

185 Kelly Phillips, “IRS Softens On Obamacare Reporting Requirements After Trump Executive Order,” Forbes, February 16,
2017, https://www.forbes.com/sites/kellyphillipserb/2017/02/16 /irs-softens-on-obamacare-reporting-requirements-after-
trump-executive-order/#1a41ce1aa3ch (accessed October 30, 2017).

186 Megan McLemore, “Trump’s Actions on Health Threaten Rights,” commentary, Human Rights Watch Dispatch, October 16,
2017, https://www.hrw.org/news/2017/10/16 /trumps-actions-health-threaten-rights; Juliet Eilperin, Amy Goldstein, and
Carolyn Johnson, “White House’s decision to stop ACA cost-sharing subsidies triggers strong opposition,” Washington Post,
October 13, 2017, (accessed May 28, 2018), https://www.washingtonpost.com/politics/white-house-tells-court-it-is-
immediately-stopping-aca-cost-sharing-subsidies/2017/10/13/4c404234-bo1d-11e7-beg4-fabbofiegffb_story.html.

187 paul Demko et al., “Trump’s War of Attrition against Obamacare,” Politico, July 21, 2017,
https://www.politico.com/story/2017/07/21/trumps-war-of-attrition-against-obamacare-240777 (accessed October 30,
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issued regulations that could weaken the requirement that health plans include certain
essential health benefits such as preventive services, prescription drugs, and maternity

and newborn services.88

A recently released nationwide analysis predicted that such federal actions will have a
devastating effect on insurance premiums for health plans. Premiums are likely to increase
between 36 and 94 percent around the country by 2021 due in part to the recent changes
on the federal level.:9 Specifically, health insurance enrollment through Alabama’s
marketplace decreased 5 percent in 2017 and, the analysis predicts, will experience a

“catastrophic” increase in premiums of up to 9o percent by 2021.19°

Impact of a Weak Public Health Safety Net on Women’s Use of Preventive
Cervical Cancer Care

One consequence of the state and federal government’s patchwork approach to public
healthcare is that residents have fluctuating access to coverage and services. This section
presents the experiences women relayed to Human Rights Watch about how the structure
of the Alabama public health care system has failed them in moments of crisis and how
being uninsured changes their health care choices.”* The Alabama legislature could
ensure that women living at or near the poverty line have consistent coverage by

expanding its Medicaid program under the ACA, but has not done so.

2017); Alison Kodjak, “As Federal Government Cuts Obamacare Ads, Private Insurer Steps Up,” NPR, September 18, 2017,
(accessed May 28, 2018), https://www.npr.org/sections/health-shots/2017/09/18 /551776 441/ as-federal-government-cuts-
obamacare-ads-private-insurer-steps-up.

188 National Archives and Record Administration, “Patient Protection and Affordable Care Act; HHS Notice of Benefit and
Payment Parameters for 2019; Correction,” rule by the Health and Human Services Department in the Federal Register, May 11,
2018, https://www.federalregister.gov/documents/2018/05/11/2018-10089/patient-protection-and-affordable-care-act-
hhs-notice-of-benefit-and-payment-parameters-for-2019 (accessed May 28, 2018). See also, Wayne Turner et al., “Overview
of changes to the Essential Health Benefits Standards in NBPP 2019,” National Health Law Program, April 23, 2018,
http://www.healthlaw.org/publications/browse-all-publications/overview-changes-essential-health-benefits-standards-
2019#.WwQ-Ey-ZPM) (accessed May 30, 2018).

189 Covered California, “Individual markets nationally face high premium increases in coming years absent federal or state
action, with wide variation among states,” March 8, 2018, http://hbex.coveredca.com/data-
research/library/CoveredCA_High_Premium_Increases_3-8-18.pdf (accessed May 28, 2018).

190 |bid.

191 This section specifically references seven interviewees. Twelve women discussed their personal struggle living without or
changing forms of insurance. Others, including group interviewees and medical experts, spoke about the challenge that
inconsistent insurance coverage poses for their communities or patients more generally.
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The women interviewed described how major life events like pregnancy, spousal injuries,
orjob loss led to changes in theirinsurance status. Those changes, in turn, affected their
willingness to seek reproductive health care. Even when low cost or free public services
were technically available, women said the loss of health care coverage still impacted their
decision making. One woman described her happiness when enrolling in the Alabama
Medicaid maternity coverage program.»2 She was uninsured before her pregnancy and
much prefers her obstetrician gynecologist to the public health department. However, that

coverage will end three months after she gives birth.

Others described how their insurance coverage was dependent on their employment
status.3 Bouts of unemployment meant bouts without health care. Blythe S., 62, of
Greene county, went through a number of jobs after the plant where she worked for a
decade closed. “I started off working for the sewing plant for 10 years. And then after
that closed down, | went to North Port, packing car parts and stuff like that. And then on
and on and on.” Most of the time she had insurance when she was employed, but would

sometimes lose coverage when her employment status changed.s

Residents of the Alabama Black Belt experience some of the worst unemployment rates in
the state. Wilcox county, for example, had an unemployment rate of 11.4 percent in 2017,
dwarfing the national and state averages of 4.4 percent.9¢ Greene county, where Blythe

and Hazel B., 47, live, has the fifth highest unemployment rate in the state at 7.7 percent.

Hazel lost her health insurance in 2012 after she was laid off from her job.7 She did not
regain coverage until 2015 when she enrolled in Medicaid because of a disability.#8 As a

survivor of breast cancer and what she described as a horribly botched hysterectomy, she

192 Human Rights Watch interview with Vanessa T., 20, Sumter county, February 21, 2018.

193 Human Rights Watch interview with Nola M., 57, Choctaw county, February 18, 2018; Human Rights Watch interview with
Blythe S., 62, of Greene county, February 23, 2018; Human Rights Watch interview with Priscilla M., 74, of Sumter county,
March 19, 2018.

194 Human Rights Watch interview with Blythe S., 62, of Greene county, February 23, 2018.

195 |bid.

196 S Department of Labor, Bureau of Labor Statistics, “Regional and State Unemployment, 2017 Annual Average,” February
27,2018, https://www.edpa.org/business-tools/resource-room/alabama-unemployment-rates-by-county-march-2018/
(accessed May 28, 2018); US Department of Labor, Bureau of Labor Statistics, “Labor Force Data by County, 2017 Annual
Averages,” April 20, 2018, https://www.bls.gov/lau/laucnty17.txt (accessed May 28, 2018).

197 Human Rights Watch interview with Hazel B., 47, of Greene county, February 23, 2018.

198 |bid.
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did her best to consistently access health care. “l was getting Pap smears ever since | had
health insurance, when | was working,” she told Human Rights Watch. But after becoming
uninsured, she avoided any non-emergency contact with the health care system: “If |
didn’t have to go the doctor, | didn’t go.”?

The ultimate danger of inconsistent and fluctuating health care coverage is that preventive

screenings and early warning signs will be missed during periods without insurance.

Darcy C. and Kira D. both battled endometrial cancer, which develops in the lining of the
uterus.zec Both women said their loss of health insurance was a key factor in their failure to
obtain Pap tests prior to their cancer diagnoses. There is no routine screening test for
endometrial cancer.2t However, the Pap test can sometimes find cellular changes that
could indicate precancerous or cancerous endometrial cells.202 When such atypical cells

are found, an endometrial biopsy can be used to diagnose cancer.203

Darcy C., 57, of Choctaw county, had insurance until 2001 when her husband, the sole
provider in their family, was incapacitated after a tree fell on him.2°4In 2015, she was
enrolled in Medicaid because of a disability. The same year she found out she had stage Il
endometrial cancer. Between 2001 and 2015, she did not go to the doctor or have a Pap

test. She believes that is part of the reason why her cancer was not detected earlier.

| believe | had it [cancer] but | didn't have health insurance so | didn't go.
Thatis really why I did not go, because | would bleed sometimes, like, a

month and stop for 2 or 3 days and then | would bleed a whole 'nother

199 |bid.
200 Hyman Rights Watch interview with Darcy C., 57, of Choctaw county, February 18, 2018; Human Rights Watch interview

with Kira D., 71, of Greene county, February 23, 2018.

201 pap tests are not a standard or reliable screening method for endometrial cancer. They can and have detected signs of

abnormal uterine lining, which can lead to more diagnostic tests. Currently the National Cancer Institute has the Pap test
listed as one of the tests that “may detect (find) endometrial cancer and are being studied.” NCI, “Endometrial Cancer
Screening (PDQ) — Patient Version,” April 6, 2018, https://www.cancer.gov/types/uterine/patient/endometrial-screening-
pdag#section/_13 (accessed May 22, 2018).

202 ACOG, “Abnormal Cervical Cancer Screening Test Results,” https://www.acog.org/Patients/FAQs/Abnormal-Cervical-
Cancer-Screening-Test-Results; NCI, “Endometrial Cancer Screening,”
https://www.cancer.gov/types/uterine/patient/endometrial-screening-pdg#section/_13.

203 NCI, “Endometrial Cancer Screening,” https://www.cancer.gov/types/uterine/patient/endometrial-screening-
pdg#section/_13.
204 Human Rights Watch interview with Darcy C., 57, Choctaw county, February 18, 2018.
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month.... And | know with me not having health insurance, and they want to

send me to another hospital, | didn't have the funds to go.=0s

After a total hysterectomy and regular chemotherapy covered by Medicaid, Darcy’s cancer
was in remission in late 2015. In May 2017, a mass next to her spine revealed the cancer
had returned, which sent her back into treatment.z0¢

Kira D., 71, of Greene county, is caring for two young foster children and is living with stage
IV endometrial cancer.2o7 She lost her health insurance after she retired at 62. She
remained uninsured until she became eligible for Medicare in 2012.208

Kira had one Pap test at the public health department when she was 62 and after losing
health care coverage.z? The results of the test were abnormal. The repeat test returned a
normal result and then, she told Human Rights Watch, she never went back for additional
care.2 She did not see the point of doing so; if she did need additional follow-up, she

would not be able to afford it without insurance.

When | retired at 62, | had no insurance ... and then from 62ish up until 65,
when | got Medicare, then | knew | could go to the doctor and get it [another
Pap test]. The health department, they would take me, but I just didn’t go
back because I didn’t have no money, no extra money to do anything with.
So, | just didn’t go.>

Kira’s abnormal screening history suggests that Kira was in the group for whom continued
screening is clinically indicated after the age of 65. Kira did not have another Pap test until
she noticed vaginal spotting in 2014. That Pap and necessary follow-up tests led to a

diagnosis of stage Il endometrial cancer.

205 |hid.
206 |bid,
207 Human Rights Watch interview with Kira D., 71, Greene county, February 23, 2018.
208 |hid,
209 Human Rights Watch interview with Kira D., 71, Greene county, February 23, 2018.
210 |pid.
21 bid.
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Some women described periods being uninsured and inadequate screening histories, but
did not give a specific reason for why they experienced prolonged periods without cervical
cancer screenings.22 Blythe, who had intermittent health care coverage, sometimes
missed cervical cancer screenings: “Sometimes | did, sometimes | didn’t.... | don’t know.
Just didn’t go.”23 Others had similar reactions: “l just didn’t. | just didn’t get there,” or “I
just didn’t go.”2

These women did not specifically say that a loss of health insurance caused their
inadequate screening histories and some were aware that county health departments offer
free cervical cancer screenings. Nevertheless, their experiences align with academic
literature, which shows that women who do not have access to consistent health care or

insurance coverage are less likely to have adequate screening histories.2:

For some women, other priorities compete with preventive care. Kira told Human Rights
Watch that she failed to get cervical cancer screenings for years because it she didn’t have

the resources to make it a priority.2:¢ She explained:

My financial situation wouldn’t allow me, that this was more important than
paying for your lights, you water, transportation, you know, your car.
Because if | needed assistance, if | needed a doctor, most of the neighbors
are gone during the day. And then my family wasn’t close by.... You had to
stretch that dollar.”>

At times, women will forego preventive care and rely on emergency care only. This can have
disastrous effects. Dr. Stevens, an obstetrician gynecologist in Selma, told Human Rights
Watch about a 27-year-old woman, who had not had a Pap test in 10 years and went to an

emergency room three times because of bleeding after intercourse.2® Emergency room

212 Human Rights Watch interview with Nola M., 57, Choctaw county, February 18, 2018; Human Rights Watch interview with
Blythe S., 62, of Greene county, February 23, 2018; Human Rights Watch interview with Priscilla M., 74, of Sumter county,
March 19, 2018.

213 Human Rights Watch interview with Blythe S., 62, Greene county, February 23, 2018.

214 Human Rights Watch interview with Nola M., 57, Choctaw county, February 18, 2018; Human Rights Watch interview with
Priscilla M., 74, of Sumter county, March 19, 2018.

215 White et al., “Cancer Screening Test Use.”
216 Human Rights Watch interview with Kira D., 71, Greene county, February 23, 2018.
217 |bid.

218 Human Rights Watch interview with Dr. William Stevens, obstetrician gynecologist in Selma, April 11, 2018.
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staff treated her for pelvic inflammatory disease (PID) without conducting a pelvic exam.29
If they had done one, they would have found what Dr. Stevens found: cervical cancer, at

least stage Il

Impact of Inconsistent Use of Health Care Services on Provider Behavior

Inconsistent use of health care services contributes to providers giving cervical cancer
screening that do not align with professional guidelines. This section reviews the
recommended cervical cancer screening guidelines and presents testimony from women
and providers that strongly suggests a pattern of over-screening for cervical cancer.
Providers explained that they prefer to over-screen because of concerns that women will
not return for appointments. This diverts much needed resources from an already grossly
underfunded public health care system. Alabama should investigate the extent and
consequences of over-screening. The state should address the issue by adequately
funding the ABCCEDP and taking steps to increase screening and follow-up rates.

Cervical Cancer Screening Guidelines Have Changed Significantly in the Past Decade

Routine screenings and timely follow-up procedures matter because early detection
matters. Approximately 55 to 60 percent of cervical cancer cases are detected in women
who were not screened in accordance with federal guidelines; the chance of survival
decreases precipitously with later-stage diagnoses.22° Yet from 2000 to 2015, the overall
trend for cervical cancer screening in the US has declined, with the lowest rates among the
uninsured and those who lack a usual source of health care.z2 Women who are uninsured,
low-income, and live in states that did not expand Medicaid under the ACA report

significantly lower odds of receiving adequate cancer screenings.222

The recommended screening frequency for cervical cancer has shifted relatively frequently

in the US. Major updates to guidelines occurred in 2006 and 2009.223

219 |bid.
220 Downs et al., “The disparity of cervical cancer,” p. 26.
221 \White et al., “Cancer Screening Test Use.”

222 | indsay Sabik et al., “State Medicaid Expansion Decisions and Disparities in Women’s Cancer Screening,” American
Journal of Preventive Medicine, vol. 48, no. 1 (2015), p. 98-103, doi: 10.1016/j.amepre.2014.08.015; Yoo et al., “Recent
trends.”

223 5006 consensus guidelines recommended more conservative management of low-grade cytology in adolescent and
pregnant women. In 2009, Pap tests were no longer recommended for women under 21 and the screening frequency shifted
to two years. Additionally, in 2013, fewer colposcopies were recommended for women ages 21-24 with low-grade cervical
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In 2012, the major professional organizations coalesced around consensus guidelines:
rejecting annual screening and recommending screening in three- or five-year intervals.z2
The United States Preventive Task Force, an independent panel of private-sector medical
experts, funded and appointed by HHS, that makes recommendations on preventive
services, followed their lead. Its recommendations are important, impacting what services
some federal programs, such as Medicaid and Medicare, and private health insurance

plans must cover.22s

The frequently shifting guidelines have created some difficulties. Experts suggest that
women and medical providers have not always been willing or able to keep up with
cervical cancer screening guideline changes, and some are still struggling to comply with
the 2012 screening guidelines.226 Nevertheless since 2012, there have been more
developments and the USPSTF updated its recommendations again in August 2018. The

current recommendations are:

¢ No cervical cancer screening before the age of 21;
e Women ages 21 to 29 should receive a Pap test once every three years. They should
not receive an HPV test because of the high prevalence of self-clearing HPV in that

population;

cytology. Emily Landers et al., “Trends in Colposcopy Volume: Where do we go from here?” Journal of Lower Genital Tract
Disease, vol. 20, no. 4, (October 2016), doi: 10.1097/LGT.0000000000000258.

224 Haelle, “The great success and enduring dilemma of cervical cancer screening,” NPR,
https://www.npr.org/sections/health-shots/2015/04/30/398872421/the-great-success-and-enduring-dilemma-of-cervical-
cancer-screening; Otis Brawley, “No more annual Pap smear: New cervical cancer screening guidelines,” CNN, March 15,
2012, https://www.cnn.com/2012/03/14/health/brawley-cervical-cancer-screenings/index.html (accessed April 10, 2018).
225 Under Section 2713 of the Affordable Care Act (ACA), all private health plans must include coverage for any

preventive services with an A or B grade from the USPSTF without cost sharing. Additionally, Section 4106 of the ACA
incentivizes states to do the same by offering a one percentage point increase in their federal Medicaid match rate for those
services. See Alexandra Gates et al., “Coverage of preventive services for adults in Medicaid,” Kaiser Family Foundation,
November 13, 2014, https://www.kff.org/medicaid/issue-brief/coverage-of-preventive-services-for-adults-in-medicaid/
(accessed April 30, 2018). Medicare coverage for things like HPV tests is also tied to USPSTF rating. Specifically, the
Secretary can add coverage for “additional preventive services,” as used in the Social Security Act, Sec. 1861(ww) (1), only if
three conditions are met, one of which is a USPSTF A or B grade. 42 Code of Federal Regulations 410.46; 42 US Code 1395;
Decision Memo for Screening for Cervical Cancer with Human Papillomavirus (HPV) Testing from Tamara Syrek Jensen et al.,
“National Coverage Determination for Screening for Cervical Cancer with Human Papillomavirus (HPV) Testing,” July 9, 2015,
https://www.cms.gov/medicare-coverage-database/details/nca-decision-memo.aspx?NCAId=278 (accessed April 30, 2018).
226 Brenda Sirovich and Gilbert Welch, “The Frequency of Pap Smear Screening in the United States,” Journal of General
Internal Medicine, vol. 19, no. 3 (March 2004), doi: 10.1111/j.1525-1497.2004.21107.X; Human Rights Watch interview with Dr.
Warner Huh, Division Director of Gynecologic Oncology at the University of Alabama Birmingham (UAB), December 12, 2017;
Human Rights Watch interview with Dr. William Stevens, obstetrician gynecologist in Selma, April 11, 2018.
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e Women ages 30 to 65 should receive co-testing — Pap and HPV testing — every five
years, a Pap test every three years, or high-risk HPV testing alone every five years;

o Women older than 65 should not receive cervical cancer screening unless they
have unknown or inadequate screening history or are at high risk of cervical

cancer.??7

In this update, the USPSTF included more cervical cancer screening strategies, effectively

expanding the types of screening that many health plans must cover without co-pay.

Over-screening When Reproductive Health Care Access Is Inconsistent

The uncertainty of insurance coverage in Alabama is one factor that negatively impacts the
health-seeking behavior of women in the state. Human Rights Watch found that it also

affects provider behavior. Women often do not know the appropriate screening intervals. A
vast majority of the women Human Rights Watch interviewed expressed a belief that it was

important to receive annual Pap tests, regardless of whether they actually received them.

Annual Pap tests are a recognized form of over-screening, but providers still order them. Dr.
Warner Huh, Division Director of Gynecologic Oncology at the UAB and an expert in cervical
cancer care, explained that providers’ uncertainty about whether women will come back

for additional screening encourages over-screening. In a sense, providers want to capture
women while they can.

There's always the tendency to over-screen and over-treat. That's been
always sort of the motto. You're better off over-screening and over-treating
than doing it the other way around. And so, if there's a judgement call
made by the health departments, they favor having the patient be seen too
much rather than too less.228

227 “Inadequate screening history” is defined as three consecutive negative Pap results or two consecutive negative co-
testing results within ten years before stopping screening, with the most recent test occurring within five years. United States
Preventive Services Task Force (USPSTF), “Cervical Cancer Screening,” August 2018,
https://www.uspreventiveservicestaskforce.org/Page/Document/RecommendationStatementFinal/cervical-cancer-
screening2#consider (accessed November 1, 2018).

Rights Watch interview with Dr. Warner Huh, Division Director of Gynecologic Oncology at the University of Alabama
Birmingham (UAB), December 12, 2017.
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Younger women and providers told Human Rights Watch that county health departments
condition the receipt of birth control on having a Pap test, leading to frequent screening.22®
Vanessa T., 20, of Sumter county, has already received three Pap tests from her county
health department. “My first one | had to get before | got on birth control. And after that
one, they made sure | got one every year.”2° According to guidelines, Vanessa should not

start receiving Pap tests for another year.

Darlene W., 22, of Perry county, said that when she was 19 or 20 years old, the health
department told her that if she wanted birth control she would have to have a Pap test.23!
Her tests were never abnormal, never required rescreening, and yet Darlene described
receiving one or two Pap tests per years and, in total, three or four.232

For both women, the county health department began screenings earlier, and performed

them more frequently, than indicated by federal guidelines.

This issue is not confined to the public health department. Dr. Stevens said that he, too,
errs towards over-screening. “We probably do what | would consider sometimes
unnecessary pap smears just because we're afraid that person might not be back in any

time soon to get a Pap.”

Implementation of the guidelines must be paired with patient education. If women believe
they should receive annual screenings, they may feel mistreated by providers who screen
them less frequently. One woman, 62, described a heated conversation with her doctor

when he told her that she did not need an annual Pap test anymore:

| asked him while he was talking, “Now hold up! You tryin’ to tell me just

because I'm old | don’t need to take them?”.... | just want to understand it

229 “And they [female patients of the clinic] go through the health department because the health department can disperse
birth control pills, and the health department will not disperse birth control pills unless they get the Pap smear.” Human
Rights Watch interview with two physicians from a federally qualified health center, Dallas county, February 20, 2018. See
also, Human Rights Watch interview with Vanessa T., 20, of Sumter county, February 21, 2018; Human Rights Watch interview
with Darlene W., 22, Perry county, February 22, 2018.

239 Human Rights Watch interview with Vanessa T., 20, of Sumter county, February 21, 2018.

231 Human Rights Watch interview with Darlene W., 22, of Perry county, February 22, 2018.

232 |bid.
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because you ain’t going to tell me | can’t come back and get that Pap

smear.?33

Under-screening of Women Over 65 Puts Some at Higher Risk of Cervical Cancer Death

Nearly all the women with whom Human Rights Watch spoke described providers
recommending cervical cancer screenings at regular intervals—some even more frequently

than indicated by federal guidelines—with one notable exception: older women.

The failure to recommend screening appropriately for older women is not surprising.
According to Claudia Hardy, an expert in minority health who has more than 15 years of
experience with cervical cancer related community outreach in Alabama, screenings have
traditionally been linked to maternal health, which puts older women at risk. Hardy told
Human Rights Watch, “[H]istorically, most women go to the doctor for reproductive care
because they are pregnant.... Once a woman gets beyond childbearing years, they don't go

back to get Pap smears.”234

This is still the experience for some older women. Priscilla M., 75, of Sumter county, for
example, started getting annual Pap tests in her early 30s.235 She could not remember
exactly when she stopped screening but said, “It’s been a long time.”236 Her last Pap was
sometime in the 1990s, when she was in her 50s. When asked about the reason for the gap,
she said, “l know | should have [had a Pap test]. But | just didn’t.” If her doctor ever did
recommend a Pap, Priscilla said she would do it because “at my age, | want to stay
healthy.” Another older woman, Dolores A., 68, described an unclear screening history

with no Pap test within at least five years.237 She said that she had not been screened more

recently because her doctor never recommended it.238

Most professional organizations recommend that women stop receiving cervical cancer

screenings at 65. But that only applies to women with adequate screening history,

233 Human Rights Watch interview with Harriett H., 64, of Sumter county, February 19, 2018.

234 Human Rights Watch Interview with Claudia Hardy, program director for community-based minority health programs in
UAB’s Comprehensive Cancer Center, April 10, 2018.

235 Human Rights Watch interview with Priscilla M., 74, of Sumter county, March 19, 2018.
236 |pjd.
237 Human Rights Watch interview with Dolores A., 68, of Perry county, February 15, 2018.
238 |bid.
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including three consecutive normal Pap tests or two consecutive negative HPV tests within

10 years, with the most recent screening within five years.23?

In three circumstances women may be clinically indicated to continue receiving screenings
after 65 if a) they have not had three consecutive normal Pap tests, or two consecutive
negative co-testing results, within ten years before stopping screening, the most recent
test occurring within five years; b) they have had high-grade precancerous lesions within

20 years; ¢) the adequacy of their prior screening is unknown.24°

Kira D., 71, of Greene county, falls into the first category.2#t She had an abnormal Pap test
when she was 62 years old and uninsured. A repeat screening returned a normal result and
she never went back for another. “Even after the first positive ... well, abnormal Pap, then |
went on and | was fine. You know because | retired at 62 [and lost my insurance]. This is
going on 63, 64, 65. And then | got my insurance.”2#2 At 65, Kira enrolled in Medicare and,
despite having an abnormal screening history, was never re-screened. Two years later, she

was diagnosed with stage Il endometrial cancer after she noticed vaginal spotting.

The number of women, like Kira, who have “inadequate prior screening” is unknown but
could be relatively high. Recent data suggests that one in every four women aged 45 to 64
years old have not been screened in the preceding three years.243 This is especially
concerning in light of CDC statistics showing rates of cervical cancer death rising steadily
with age,># and evidence that older Black women in particular die from cervical cancer at

exceptionally high rates in the US.24s

239 USPSTF, “Final Recommendation Statement: Cervical Cancer Screening,” March 15, 2012,
https://www.uspreventiveservicestaskforce.org/Page/Document/RecommendationStatementFinal/cervical-cancer-
screening (accessed April 30, 2018).

249 |bid.

241 Human Rights Watch interview with Kira D., 71, of Greene county, February 23, 2018.

242 |bid.

243 United States Preventive Services Task Force (USPSTF), “Cervical Cancer Screening,” August 2018,
https://www.uspreventiveservicestaskforce.org/Page/Document/RecommendationStatementFinal/cervical-cancer-
screening2#consider (accessed November 1, 2018).

244 CDC, “United States Cancer Statistics: Data Visualizations,” Rates of Cancer Deaths, Cervix, United States, 2011-2015,
https://gis.cdc.gov/Cancer/USCS/DataViz.html (accessed November 1, 2018).

245 Anna Bevis et al., “Hysterectomy-Corrected Cervical Cancer Mortality Rates Reveal a Larger Racial Disparity in the United
States,” Cancer, vol. 123, no.6 (March 15, 2017), p. 1047-48, doi: 10.1002/cncr.30507.
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IV. Cervical Cancer Care Is Limited by Lack of Access to
Comprehensive Reproductive Health Care

Risk factors for cervical cancerinclude smoking, immunosuppression, coinfection with
other sexually transmitted infections (STIs), like herpes, chlamydia and gonorrhea, and
giving birth often or at a young age.2s Women’s ability to control the number and spacing
of their children is an important aspect of the management of cervical cancer risk factors.
The state’s approach to reproductive health care, including abortion, its provider shortage,
and its lack of public transportation options contribute significantly to an environment in

which women die from cervical cancer at higher rates than in any other state in the US.

Alabama should do more to ease access to follow-up procedures and cervical cancer
treatment by expanding Medicaid, supporting and working with pre-existing networks and
resources, eliminating reproductive health restrictions, and easing the burden of

transportation through better public transit options.

Alabama’s Climate of Hostility Around Aspects of Reproductive Health Care

A comprehensive approach to effective cervical cancer prevention—beyond HPV vaccines,
screenings and colposcopies—requires policies that support women’s sexual and
reproductive health and rights broadly, including autonomous decision-making about their
reproductive future.2 Alabama is among the states with the most abortion restrictions

and some of the lowest scores on supportive policies and indicators of women’s health. 248

246 Using oral birth control is also listed as a risk factor. However, the WHO notes that the “use of oral contraceptives (OCs)
for over five years, is the weakest [cofactor]. This was studied extensively by a WHO expert group, which concluded that the
great benefits conferred by use of a very effective contraceptive method for preventing unplanned and unwanted

pregnancies (with consequent prevention of morbidity and mortality associated with these pregnancies) far outweigh the
extremely small potential for an increased risk of cervical cancer that may result from OC use.” The WHO does not

recommend discouraging or preventing the use of oral contraceptives. WHO, “Comprehensive Cervical Cancer Control,” p. 40.

247 WHO, “Comprehensive Cervical Cancer Control,” p. 53. See also, Stephen Peckham and Alison Hann, “A sexual health
prevention priority,” Bulletin of the WHO, vol. 89, no. 6 (June 2008), http://www.who.int/bulletin/volumes/86/6/08-
053876/en/ (accessed April 30, 2018).

248 |his Reproductive Health and the Center for Reproductive Rights, “Evaluating Priorities: Measuring women’s and
children’s health and well-being against abortion restrictions in the state — Volume II,” 2017,
https://www.reproductiverights.org/sites/crr.civicactions.net/files/documents/USPA-Ibis-Evaluating-Priorities-v2.pdf
(accessed April 30, 2018); Alyssa Llamas et al., “Public Health Impacts of State-Level Abortion Restriction: Overview of
Research & Policy in the United State,” Jacobs Institute of Women’s Health, The George Washington University, April 2018,
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Moreover, recent developments have made the anti-abortion environment more prominent.
The Alabama Constitution was amended in the November 2018 midterm elections to
expressly state that 1) “itis the public policy of the state to recognize and support the
sanctity of unborn life and the rights of unborn children” and 2) the right to abortion is not
protected under the state constitution.2+ With the change, Alabama is poised to
criminalize abortion care if the landmark abortion rights case, Roe v. Wade, is overturned
or further eroded by the US Supreme Court. States that adopt more abortion restrictions
tend to have fewer evidence-based policies to support women’s and children’s wellbeing

overall.2s0

Comprehensive cervical cancer prevention and control should include access to the full
spectrum of reproductive health information and services, including access to abortion

and contraceptive information and services.

In the US, abortion care is increasingly becoming marginalized from mainstream medical
care.>st Access to safe, effective, and affordable contraception and abortion care are
integral to the ability to control the number and spacing of one’s children. Yet many

women must go outside of their normal health care system to obtain an abortion.2s2

Like many states in the US, Alabama targets abortion providers for heightened regulation.
The non-evidence-based hyper-regulation of abortion-related care creates what a federal
judge has called a “climate of hostility” around legal abortions in Alabama.253 Currently,
there are six laws in effect that target abortion providers. Women are required to undergo

ultrasounds before abortions and abortion clinics must provide in-person, state-directed

https://publichealth.gwu.edu/sites/default/files/downloads/projects/JIWH/Impacts_of_State_Abortion_Restrictions.pdf
(accessed April 30, 2018).

249 Jessica Ravitz, “Two states passed abortion amendments to their constitutions in the midterm. What does that mean?,”
CNN, November 7, 2018, https://www.cnn.com/2018/11/07/health/abortion-ballot-measures-amendments/index.html
(accessed November 7, 2018).

250 |hid.

251 Committee on Health Care for Underserved Women, “Increasing Access to Abortion,” ACOG Committee Opinion, no. 613
(November 2014), https://www.acog.org/Clinical-Guidance-and-Publications/Committee-Opinions/Committee-on-Health-
Care-for-Underserved-Women/Increasing-Access-to-Abortion (accessed April 30, 2018).

252 |bid.

253 Chris Kenning, “Federal judge strikes down two abortion restrictions in Alabama,” Reuters, October 26, 2017,
https://www.reuters.com/article/us-alabama-abortion/federal-judge-strikes-down-two-abortion-restrictions-in-alabama-
idUSKBN1CV3NO (accessed April 30, 2018).
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counseling, which includes information designed to discourage the recipient from having

an abortion, at least 48 hours before the procedure.2s

Such laws and policies restricting access to abortion services and information can create a
“chilling effect” that suppresses the provision of safe, legal health services and deters
women from seeking care.zss They contravene the research-driven guidelines developed by
the American College of Obstetricians and Gynecologists and the World Health

Organization.>s¢

Women who cannot access abortions when they need them are at a higher risk of poverty,

serious physical impairment, mental anxiety, and intimate partner violence.27 Supportive

254 Guttmacher Institute, “State Facts about abortion: Alabama,” January 2018, https://www.guttmacher.org/fact-
sheet/state-facts-about-abortion-alabama (accessed April 30, 2018). The seven laws are: 1) the mandatory counseling and
48-hour waiting period; 2) the ultrasound requirement; 3) a public funding restriction, i.e. health plans available through the
state’s ACA marketplace are prohibited from covering abortion unless the woman’s life is endangered, or in cases of rape or
incest; 4) a telemedicine restriction, i.e. health plans available through the state’s ACA marketplace are prohibited from
covering abortion unless the woman’s life is endangered or in cases of rape or incest; 5) a parental consent requirement, i.e.
parental consent is required for a minor to obtain an abortion; 6) 20-week ban, i.e. abortion procedures are banned after 20-
week after conception, or 22 weeks after the woman’s first missed period, unless her life is endangered or her health is
severely compromised. There are a slew of additional laws and regulations over the last five years that have been judicially
blocked or enjoined. For example, in 2017, a federal judge permanently enjoined a law that would have banned the licensing
of any abortion clinic within 2,000 feet of a K-8 public school. Alabama Senate Bill 205 (2016). The same federal judge
blocked a law that would have prohibited so-called “dismemberment abortion.” It would have effectively been a 15-week
abortion ban because the method targeted—dilation and evacuation—must be used after 14 weeks gestation. Alabama
Senate Bill 363 (2016).

255 See WHO, “Safe abortion: Technical and policy guidance for health systems — Second edition,” 2012,
http://apps.who.int/iris/bitstream/handle/10665/70914/9789241548434_eng.pdf;jsessionid=4076A0AC158FBCCCOE8CA2
29E68A83F7?sequence=1 (accessed April 30, 2018).

256 |hid.; Committee on Health Care for Underserved Women, “Increasing Access to Abortion,”
https://www.acog.org/Clinical-Guidance-and-Publications/Committee-Opinions/Committee-on-Health-Care-for-
Underserved-Women/Increasing-Access-to-Abortion.

257 |bis Reproductive Health and Center for Reproductive Rights, “Evaluating Priorities,”
https://www.reproductiverights.org/sites/crr.civicactions.net/files/documents/USPA-Ibis-Evaluating-Priorities-v2.pdf. See
also, Brooke Johnson et al., “A global database of abortion laws, policies, health, standards and guidelines,” Bulletin of the
WHO, June 9, 2017, doi: 10.2471/BLT.17.197442; WHO, “Safe abortion: Technical and policy guidance for health systems,”
http://apps.who.int/iris/bitstream/handle/10665/70914/9789241548434_eng.pdf; Rachel Mseti et al., “Restricted
reproductive rights and risky sexual behavior: How political disenfranchisement relates to women’s sense of control, well-
being and sexual health,” Journal of Health Psychology, vol. 23, no. 2 (2017), doi: 10.1177/1359105317736784; D.G. Foster et
al., “Socioeconomic outcomes of women who receive and women who are denied abortions in the United States,” American
Journal of Public Health, vol. 108, no. 3 (March 2018), p. 407-413, doi: 10.2105/AJPH.2017.304247; Rachel Gold and Elizabeth
Nash, “TRAP laws gain political traction while abortion clinics — and the women they serve — pay the price,” Guttmacher
Institute, vol. 16, no. 2 (June 25, 2013) https://www.guttmacher.org/gpr/2013/06/trap-laws-gain-political-traction-while-
abortion-clinics-and-women-they-serve-pay-price (accessed April 30, 2018); M.A. Biggs et al., “Women’s Mental Health and
Well-being 5 years after receiving or being denied an abortion: A prospective, longitudinal cohort study,” JAMA Psychiatry,
vol. 74, no. 2 (February 2017), p. 169-78, doi: 10.1001/jamapsychiatry.2016.3478.
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policies, on the other hand, have been shown to lead to improved health and safety, lower

poverty rates, and better birth, developmental, and education outcomes for children.2s8

The Alabama state director for Planned Parenthood Southeast, a regional organization,
told Human Rights Watch that:

The political landscape in Alabama is incredibly hostile to reproductive
health and rights. Most recently, the Alabama legislature passed a bill that
would pave the way to outlaw abortion in all circumstances—even in cases
of rape, incest, and if the life of the woman is at risk. As a result of these
kinds of attacks, we continue to rank among the 10 worst states in terms of
women’s health. We are living proof of the dangerous consequences of
anti-women's health policies.2ss

Alabama’s Policies or Practices Create Barriers to Cervical Cancer Services

The lack of obstetrician gynecologists is of pressing importance to reducing cervical cancer
deaths in Alabama. It contributes to long travel times and makes access to care
burdensome, costly, and impossible for some. The state’s obstetrician gynecologist
shortage is disproportionately concentrated in the western portion of the Alabama Black
Belt—where communities tend to be primarily African American, poorer, and in worse
health than the rest of the state—and shifts the burden of transportation gaps on those
least able to shoulder it. At the same time, the fear of stigma or misconceptions about

local clinics make women less likely to seek care that is closer to home.

The Failure to Expand Medicaid Eligibility Helps Fuel Gynecologist Shortages

Colposcopies are more difficult to access than cervical cancer screenings in Alabama

because they require a specialist. Fewer than half of the counties in Alabama have an

258 |his Reproductive Health and Center for Reproductive Rights, “Evaluating Priorities,”
https://www.reproductiverights.org/sites/crr.civicactions.net/files/documents/USPA-Ibis-Evaluating-Priorities-v2.pdf. See
also, M.E. Wallace et al., “The status of women’s reproductive rights and adverse birth outcomes,” Women’s Health Issues,
vol. 27, no. 2 (March — April 2017), p. 121-128, doi: 10.1016/j.whi.2016.12.013; Usham Upadhyay et al., “The effect of abortion
on having and achieving aspirational one-year plans,” BMC Women’s Health, vol. 102, no. 15 (2015), doi: 10.1186/512905-
015-0259-1.

259 Human Rights Watch email correspondence with Katie Glenn, Alabama State Director of Planned Parenthood Southeast,
June 1, 2018.
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obstetrician gynecologist and the counties without one are clustered in the central portion
of the state.2¢° Only 4 out of 17 counties in the Black Belt have an obstetrician gynecologist

and the only low-income colposcopy clinic is in Birmingham, hours away from some

counties.
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260 Gynecologist distribution is according to an online search of each county for a gynecologist. 32 of Alabama’s 67 counties
have an obstetrician gynecologist. Obstetrician gynecologists combine two specialties, obstetrics and gynecology. A
gynecologist can perform colposcopies. However, typically training in both fields happens concurrently meaning that a
database of obstetrician gynecologists should closely reflect the gynecologist distribution in Alabama. Human Rights Watch
interview with Dr. Warner Huh, Division Director of Gynecologic Oncology at the University of Alabama Birmingham (UAB),
December 12, 2017; Human Rights Watch interview with Dr. William Stevens, obstetrician gynecologist in Selma, April 11,

2018.
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Dr. Stevens, an obstetrician gynecologist in Selma, primarily caters to women who are
uninsured or on Medicaid.z¢t Fourteen of the surrounding counties are without a
gynecologist. The next closest counties with gynecological hubs are Tuscaloosa to the
north and Mobile to the south, leaving about a 200-mile area with no obstetrician
gynecologist. This creates a high demand for Dr. Stevens and the one other obstetrician
gynecologists in Selma.262 The wait time can be immense and Dr. Stevens says he works
for months without a break. “l was on call from November 5 of 2017 until March 16th of this
year [2018] before the hospital brought somebody in for a week,” Dr. Stevens said. “Now

I'll go from March 25th until the gth of July before somebody comes in.”263

Many factors contribute to the obstetrician gynecologist shortage in rural America,
including dwindling populations; high poor, uninsured and elderly populations; and
providers’ personal decisions about where to live and practice. Obstetrician gynecologists
provide medical and surgical care to women, specializing in pregnancy, labor, and the
health of the female reproductive system. Therefore, along with regular visits involving
preventive care or family planning checkups, obstetrician gynecologists are often also on
call for emergency or unplanned procedures. As one doctor said, “You don’t want to be the
only obstetrician gynecologist in a 150 mile radius. You’d never sleep!”264« However, the
most significant driver of the obstetrician gynecologist shortage is lack of hospitals with

maternity services.26s

It is difficult for rural hospitals to remain operational and obstetrician gynecologist

programs have taken a particularly devastating hit.26¢ In 1980, 45 of Alabama’s 54 rural

261 Hyman Rights Watch interview with Dr. William Stevens, obstetrician gynecologist in Selma, April 11, 2018.

262 |bid,

263 |bid,

264 Jane Wishner et al., “A look at rural hospital closures and implications for access to care: Three case studies,” Kaiser
Family Foundation, July 7, 2016, https://www.kff.org/report-section/a-look-at-rural-hospital-closures-and-implications-for-
access-to-care-three-case-studies-issue-brief/ (accessed April 30, 2018); Health Resources & Services Administration,
“Hospital closing likely to increase,” October 2017, https://www.hrsa.gov/enews/past-issues/2017/october-19/hospitals-
closing-increase.html (accessed April 30, 2018). Dina Fine Marion, “Maternal Health Care is Disappearing in Rural America,”
Scientific American, February 15, 2017, https://www.scientificamerican.com/article/maternal-health-care-is-disappearing-in-
rural-america/ (accessed April 30, 2018).

265 William Rayburn, “The Obstetrician-Gynecologist Workforce in the United States: Facts, Figures and Implications,” 2017,
p.4, https://www.acog.org/Clinical-Guidance-and-Publications/The-Ob-gyn-Workforce/The-Obstetrician-Gynecologist-
Workforce-in-the-United-States (accessed May 20, 2018).

266 Catherine Pearson and Frank Taylor, “Rural Maternity Wards are Closing, and Women’s Lives are on the Line,” Huffington
Post, September 25, 2017, https://www.huffingtonpost.com/entry/maternity-wards-closing-
mission_us_s9c3dd45e4b06f93538dogfg (accessed April 30, 2018).
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counties had a hospital that provided obstetrics care.2¢7 By 2016, that number was down to
16, with only two counties covered in the traditional Alabama Black Belt. State and federal
policies have deepened the crisis: experts and providers link the problem of rural hospital
closures to Medicaid expansion decisions.2¢8 Hospitals in states that did expand Medicaid
have seen increased coverage as well as decreased uncompensated care for uninsured
people, and were shown to be substantially less likely to close than hospitals in states

that did not expand their Medicaid programs.269

Not all gynecologists in Alabama are willing to take Medicaid patients, thinning out an
already thin field. Reimbursement rates from the state are low—so low that, one ABCCEDP
official told Human Rights Watch, “The crisis the medical field isin [low]
reimbursement.”27° A handful of community-minded colposcopy providers take on the
lion’s share of diagnosing and treating ABCCEDP-eligible women at a loss. “We are always
seeking more colposcopists or gynecologists than are willing to contract with us. So yes,
we have trouble finding enough,” said the ABCCEDP official. “They’re the hardest ones to
find of all of the providers.”2

The obstetrician gynecologist shortage makes it difficult for rural women to consistently
access gynecological care and has negatively impacted women’s health-seeking behavior
in the Black Belt. Many women whom Human Rights Watch interviewed did not have a
regular gynecologist and instead sought one out only when potential reproductive health

problem arose.?72 Others described driving between forty minutes and two-and-a-half

267 Alabama Rural Health Association, Alabama Health Care Maps, “A comparative map of obstetrical services in 1980 and
2017,” March 15, 2016, http://s388564231.initial-
website.com/app/download/7055365504/0bstetrics+Comparison+1980+Today.pdf (accessed April 30, 2018).

268 Richard Lindrooth et al., “Understanding the Relationship Between Medicaid and Expansions and Hospital Closured,
Health Affairs, vol. 37, no. 1 (January 2018), doi: 10.1377/hlthahh.2017.0976.

269 |bid.

270 Human Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and two
other representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018.

271 |bid.

272 Human Rights Watch interview with Frances Ford, the executive director of Sowing Seeds of Hope, a community building
organization in Perry county, February 5, 2018; Human Rights Watch interview with Nicole M., 56, Perry county, February 8,
2018; Human Rights Watch interview with Dolores A., 68, Perry county, February 15, 2018; Human Rights Watch interview with
Nola M., 59, Marengo county, February 18, 2018; Human Rights Watch interview with Harriett H., 64, Sumter county, February
19, 2018; Human Rights Watch interview with Deeanna M., 28, Sumter county, February 19, 2018; Human Rights Watch
interview with Sammy B., 52, Sumter county, February 19, 2018; Human Rights Watch interview with Darlene W., 22, Perry
county, February 22, 2018; Human Rights Watch interview with Blythe S., 62, Greene county, February 23, 2018; Human
Rights Watch interview with Priscilla M., 74, Sumter county, March 19, 2018.
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hours for reproductive health care appointments or foregoing care altogether.273 For some,

itis easier simply to cross state lines.274

The Alabama government took a step towards identifying the barriers to care that
contribute to gynecological cancerincidence, including cervical cancer, this year when it
established the Alabama Study Commission for Gynecological Cancers.27s The commission
is comprised of medical specialists, researchers, patients, survivors, and advocates, none
of whom are compensated for their time. It is tasked with reporting findings and
recommendations to improve care and better address the unmet needs of Alabamians with
gynecological cancer and their families to members of the legislature and the governor no
later than March 5, 2019, at which time the commission will be disbanded. This is a step.
However, without any mechanism to support implementation of the commission’s
recommendations, it risks the same problems faced by the Alabama Health Care
Improvement Task Force, when the recommendation to expand Medicaid was never

implemented.27¢

Impact of Gynecologist Shortages and Lack of Adequate Public Transportation
The state’s failure to fund public transportation compounds the burdens that poor women
must shoulder, lest they risk missing out on life-saving cervical cancer care. Alabama is

one of five states in the US that fails to provide any state funds for public transportation.277

273 Human Rights Watch interview with Mani M., 40, Perry county, February 16, 2018 (gynecologist in Birmingham, 1.5 hours);
Human Rights Watch interview with Darcy C., 57, of Choctaw county, February 18, 2018 (gynecological oncologist in
Birmingham, 2 to 2.5 hours; $50-150); Human Rights Watch interview with Beth W., 61, Sumter county, February 19, 2018
(gynecologist in Meridian, 45 minutes); Human Rights Watch interview with Laura J., 40, Sumter county, February 19, 2018
(gynecologist in Tuscaloosa, 1 hours; $80); Human Rights Watch interview with Odette M., 54, of Marengo county, February
21, 2018 (gynecologist in Birmingham, 2.5 hours; $60 or 70); Human Rights Watch interview with Kira D., 71, Greene county,
February 23, 2018 (cancer care at Tuscaloosa, 40 minutes; hysterectomy at Birmingham, 1.5 hours); Human Rights Watch
interview with Hazel B., 47, Greene county, February 23, 2018 (gynecologists in Tuscaloosa, 45 minutes; surgery in
Birmingham, 1.5 to 2 hours); Human Rights Watch interview with Cynthia H., 55, Greene county, February 23, 2018
(gynecologist in Tuscaloosa, 45 minutes; $50).

274 Human Rights Watch interview with Trisha S, Choctaw county, February 18, 2018; Human Rights Watch interview with
Beth W., 61, of Sumter county, February 19, 2018; Human Rights Watch interview with Harriett H., 64, Sumter county, February
19, 2018; Human Rights Watch interview with Sammy B., 52, Sumter county, February 19, 2018.

275 Ala. Act No. 2018-86. See also, Ala. HJR 29 (2018).

276 See Section I, above. In 2015, then-governor Robert Bentley created the Alabama Health Care Improvement Task Force in
response to concerns about the “serious shortage” of physicians in rural Alabama. The Task Force unequivocally
recommended that the state expand Medicaid. Yet neither current Governor Kay Ivey nor the Alabama legislature have acted
to expand Medicaid coverage.

277 Jon Broadway and Stephen Stetson, “Connecting our Citizens for Prosperity: Alabama’s successes and needed
improvements in Transportation infrastructure,” Center for Leadership and Public Policy, Alabama State University, October
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Some cities maintain bus or transit systems through passenger fares as well as local and
federal funds.278 But ultimately, the system is highly fractured and mobility overwhelmingly
dependent on cars.27? In a state with a severe dearth of obstetrician gynecologists, long
travel times are often part of the reproductive health care experience. Alabama should
take positive measures to ensure that women in need of reproductive health care have

transportation to those services.28

Alabama’s constitution by design limits public transportation funding. The logical and
most common source for public transportation in the US is gasoline tax revenues.28t By
directing gasoline tax revenues to road and bridge construction only, a 1952 constitutional
earmark effective closed off the natural funding stream for public transportation in the
state.282 “This does not leave a lot of other options or revenue sources for public transit,”
said Jim Carnes, the policy director of ARISE Citizens’ Policy Project, “so we’ve had to fight,
really fight, uphill on that question.”=83

The meager forms of public transportation that do exist are not sufficient to fill the need.
There are two main types: Medicaid non-emergency transportation or some local form of
transit. The first only provides rides to health care appointments that are Medicaid-funded
and includes other administrative hurdles, such as a five day advanced notice
requirement.284 As for local public transit systems, most counties in the Alabama Black
Belt either do not have one or are served by West Alabama Public Transportation (WAPT).

Because public transport options do not meet their needs, women commonly pay family,

2014, http://www.arisecitizens.org/index.php/component/docman/doc_view/1090-connecting-our-citizens-for-prosperity-
asu-report-oct-2014?ltemid=44 (accessed April 30, 2018).

278 |bid.

279 |bid.

280 Gae Committee on Economic, Social and Cultural Rights (CESCR), “General Comment No. 22, on the right to sexual and

reproductive health,” U.N. Doc. E/C.12/2000/4 (2000), para. 16.

281 Hyman Rights Watch interview with Jim Carnes, Policy Director of ARISE Citizens’ Policy Project, April 11, 2018. See also,

National Conference of State Legislatures, “Deep Dive: Gas Tax,” n.d., http://www.ncsl.org/bookstore/state-legislatures-
magazine/deep-dive-transportation-funding.aspx (accessed April 30, 2018).

282 Hyman Rights Watch interview with Jim Carnes, Policy Director of ARISE Citizens’ Policy Project, April 11, 2018. See also,
Broadway and Stetson, “Connecting our Citizens for Prosperity,”
http://www.arisecitizens.org/index.php/component/docman/doc_view/1090-connecting-our-citizens-for-prosperity-asu-
report-oct-2014?Itemid=44.

283 Human Rights Watch interview with Jim Carnes, Policy Director of ARISE Citizens’ Policy Project, April 11, 2018.

284 plabama Medicaid, “Frequently Asked Questions: Non-Emergency Transportation,” n.d.,
http://www.medicaid.alabama.gov/content/9.0_Resources/9.5_FAQ_Pages/9.5.25_FAQ_Transportation.aspx (accessed
April 30, 2018).
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friends, or community members, from $15 to $70 to take them to an out-of-county

gynecologist, which compounds the financial strain of seeking care.28s

Friends or family had to take Cynthia H., 55, of Greene county, about 45 minutes each way
to the closest medical hub in Tuscaloosa, for her colposcopy, hysterectomy, ovarian
cancer-related treatments, and numerous non-gynecological surgeries.28¢ She is unable to
work and the cost of travel—sometimes multiple trips per week at about $50 per trip
between 2005 and 2010—compounded the challenge of paying medical bills, household
bills, and rent. When she couldn’t keep up, her electricity was shut off. “It was really
hard.... | try not to let my rent get behind because even though | don’t have lights, | have a

place to live.”287

Women who are on Medicaid or uninsured are often forced to travel longer distances
because gynecologists who accept Medicaid or provide reduced-cost services are more
limited. Darcy C., 57, of Choctaw county, who needs monitoring for a recurrence of
endometrial cancer has to make a drive of two to two and-a-half hours to UAB every six
months for a checkup, including a Pap test, with her gynecologic oncologist.288 There are
closer medical centers, but they only accept a certain percentage of Medicaid patients and
she did not make the cut.289 She pays up to $150 for transportation and the financial strain
has forced her to forego non-essential expenses such as fresh food, although she wishes

she could eat healthily while in treatment. “It’s hard. It’s really hard,” she said. “And | have

285 Human Rights Watch interview with Mani M., 40, Perry county, February 16, 2018 (gynecologist in Birmingham, 1.5 hours);
Human Rights Watch interview with Darcy C., 57, Choctaw county, February 18, 2018 (gynecological oncologist in Birmingham,
2 to 2.5 hours; $50-150); Human Rights Watch interview with Beth W., 61, Sumter county, February 19, 2018 (gynecologist in
Meridian, 45 minutes); Human Rights Watch interview with Laura J., 40, Sumter county, February 19, 2018 (gynecologist in
Tuscaloosa, 1 hours; $80); Human Rights Watch interview with Odette M., 54, Marengo county, February 21, 2018
(gynecologist in Birmingham, 2.5 hours; $60 or 70); Human Rights Watch interview with Kira D., 71, Greene county, February
23, 2018 (cancer care at Tuscaloosa, 40 minutes; hysterectomy at Birmingham, 1.5 hours); Human Rights Watch interview
with Hazel B., 47, Greene county, February 23, 2018 (gynecologists in Tuscaloosa, 45 minutes; surgery in Birmingham, 1.5 to
2 hours); Human Rights Watch interview with Cynthia H., 55, Greene county, February 23, 2018 (gynecologist in Tuscaloosa,
45 minutes; $50).

286 Human Rights Watch interview with Cynthia H., 55, Greene county, February 23, 2018.

287 |bid.

288 Hyman Rights Watch interview with Darcy C., 57, Choctaw county, February 18, 2018.

289 «Tg get the coverage that | needed, | had to go to Birmingham. With me being from Alabama. Mississippi, which Meridian
is closer, but they will only take a percentage of Medicaid patients. So, the doctor would have to call and see, you know, ‘will
you take this patient?” And sometimes they will say ‘well, I’'m not taking any more Medicaid patients,’ so you have to stay in
Alabama. Having to stay in Alabama means you have to go to Birmingham, Mobile or Tuscaloosa. So, either way you go, it’s
still an hour or 1.5 hour drive.” Ibid.
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to go without a lot to make sure that | have the money..., | get barely $700 a month, so with

the bills I have to pay, it doesn’t leave anything for a trip.”29°

Hazel B., 47, of Greene county, had to get to and from Demopolis, about 45 minutes, once
a month; later, she had to travel to Birmingham, two hours away.2o*t Without a job or
insurance and with newly diagnosed breast cancer, Hazel relied on her family to pay most
of her medical and transportation expenses, but she could not afford her mortgage.2o2 Her
home went into foreclosure, a legal procedure wherein the bank tried to reclaim her home,
while she was waiting for approval for Alabama’s Medicaid for the disabled, a process that
took three years.

| didn’t have any money to pay any bills.... So, | didn’t pay my house note
and my house went behind and went into foreclosure. | didn’t want my
uncle and them to try to pay my house note.... They couldn’t afford to pay it
and pay medicine and help me get back and forth to the doctor and stuff
like that.

The experience was psychologically draining. “You’re losing your house, you can’t pay your
bills and this dollar, dollar. You got cancer. All this stuff rolling around in your head and

your mind won’t shut down so you can’t sleep.”293

Without state support, women, providers, and community health advisors, described
relying on “skills,” like soliciting donations, to connect women to care they would
otherwise miss.294 Health care workers told Human Rights Watch that they sometimes give

patients money from their own pocket or drive them home if they’ve been left behind by

299 |bid.
291 Human Rights Watch interview with Hazel B., 47, Greene county, February 23, 2018.
292 |bid.
293 |bid.

294 Human Rights Watch interview with Eunice S., nurse at Rural Health Medical Program, April 13, 2018 (Described having to
“rely on my nursing skills” to figure out to ensure that women can to get their follow-up treatment for abnormal cervical
cancer screenings); Human Rights Watch interview with Kathy L., Community Health Advisor, February 21, 2018 (“If someone
has an appointment, | try to get churches to provide the service or at least give them a donation from their indigent fund to
assist in them helping someone in their family to assist in taking them to the doctor. So immediately, if someone comes to
me and says, "l can't make it. | don't have transportation. I'm going to have to pay so and so, but they're asking me for $75 to
take me to Birmingham or Tuscaloosa.”); Human Rights Watch Interview with Claudia Hardy, program director for community-
based minority health programs in UAB’s Comprehensive Cancer Center, April 10, 2018 (“I have CHAs and staff members who
are literally driving folks to their appointments and that kind of thing”).

IT SHOULD NOT HAPPEN 72



the people who brought them there.29s Indeed, sometimes Hazel was only able to get home
because of the help that her doctor provided. “When | was doing the chemo, [my doctor’s
office] would give me gas cards. And Dr. Shelby was real nice. He would give me money out
of his pocket. He’d ask me if | had gas in my truck, and one day | didn’t. He reached in his

pocket and gave me $60. He’s nice.”296

Kira D., 71, of Greene county, with stage IV endometrial cancer and two young children,
told Human Rights Watch about the difficulties older people face.2o7 “If you’re an elderly
person— can’t drive and have to wait for someone to carry you—then they’re [the person
driving] going to charge you over half of your paycheck,” she explained. “Then they don’t
want to wait on you to finish your exam.”298 Alabama has some of the highest senior

poverty rates in the country.2e9

Amber W., a nurse at a local health clinic in Perry County, has older patients who are
particularly vulnerable to missed appointments due to transportation concerns.3°° “Some
people do not go to the doctor because they couldn't have anybody take them and they
have to pay somebody crazy amounts to take them. They’re taking advantage of older

patients,” she said.3°!

Rationing medication—deciding which medication is the least important or most expensive
and forgoing it to pay for transport—is a common strategy. Odette M., 54, of Marengo
county has had to cut back on medication in order to afford regular trips to Birmingham—
about $60 to $70 and 3 hours—for Pap tests after an abnormal cervical cancer screening
and follow-up treatment.3°2 “| decide which one | got the most of, and which one is the

important medicine. The one that | think | can get by [without] for a couple of weeks, |

295 Human Rights Watch interview with Dr. William Stevens, obstetrician gynecologist in Selma, April 11, 2018; Human Rights
Watch interview with Amber W., nurse at a health clinic, Perry county, February 15, 2018.

296 Human Rights Watch interview with Hazel B., 47, Greene county, February 23, 2018.

297 Human Rights Watch interview with Kira D., 71, Greene county, February 23, 2018.

298 |bid.

299 Zachary Levinson et al., “A State-by-State Snapshot of Poverty Among Seniors: Findings from Analysis of the
Supplemental Poverty Measure,” Kaiser Family Foundation, May 2013,

https://kaiserfamilyfoundation.files.wordpress.com/2013/05/8442-state-by-state-snapshot-of-poverty-among-seniors-
may.pdf (accessed November 1, 2018).

300 Human Rights Watch interview with Amber W., nurse at a health clinic, Perry County, February 15, 2018.
301 |bid.
302 Hyman Rights Watch interview with Odette M., 54, Marengo county, February 21, 2018.
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always cut back on that,” she told Human Rights Watch.3°3 Paying for travel over
medication put her “blood out of whack” and makes her doctor “fuss” but getting to

Birmingham requires tough choices, such as not taking medication.3o4

In a positive development, Alabama recently passed a public transportation trust fund law,
which created a repository for future state and federal funds to expand public
transportation options. This is a step forward. However, at the time of writing, it was merely
an empty bank account.

Misgivings and Misconceptions about Social Safety Net Care Diminishes Willingness to
Seek Available Care Closer to Home

Health care should be free from all barriers, including negative stereotypes and lack of
confidentiality, that interfere with access to sexual and reproductive health services care
in Alabama’s safety net clinics, including negative stereotypes and lack of
confidentiality.3°s Even if services like cervical cancer screenings are affordable and close
to home, women described avoiding county health departments because they are not

respectful places to receive care.

Alabama county health departments have an image of being only for poor children,
pregnant women, and people who need STl care. UAB’s Director of Community Outreach

for Minority Communities, Claudia Hardy, told Human Rights Watch:

The stereotype is that only poor, pregnant folks go over to the health
department.... It’s not seen as a wellness facility for the poor, the
disenfranchised. It's your last resort.... There are stereotypes; there's
stigma. If anything, if the state could do anything, [it would be] to improve
their public relations. Improve theirimage ... but more importantly improve
their customer service ... make people feel valued when they come in. Don't
disrespect them.3os

303 |bid.
304 |bid.
305 See CESCR, General Comment No. 22, on the right to sexual and reproductive health, U.N. Doc. E/C.12/2000/4 (2000),
para. 15.
306 |bid,
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By improving the quality of care, Hardy says, the state could help address some of the

public image issues that make women more reticent to seek out care.

Multiple women who spoke to Human Rights Watch expressed relief when they had
insurance coverage and could avoid the county health department. Vanessa T., 20,
enrolled in Alabama Medicaid after becoming pregnant, so she chose to stop going to the
county health department.3o7 “The people around the [health department] office like to
talk...,” she said. “I don't want to go. I'd rather go to the doctor | have on my insurance

now,”3o8

Odette M., 54, of Marengo county, prefers driving to Birmingham, two-and-a-half-hour each
way, instead of going to her county public health department.3o9 “Nah, | didn’t feel
comfortable with them.... | just didn’t like that.”3: She gave an example of why she prefers
an option that requires driving for hours: “When | was there [Birmingham] last week, [the
doctor] came in and said, “’"Would you feel comfortable if | was to bring a student nurse
in?’ | said no and so she didn’t bring her in.”s® OQdette doesn’t believe that the public

health department would have extended her the same courtesy.

Many women told Human Rights Watch about serious confidentiality concerns at the
county health department. “A person go there and whatever's wrong with them be leaked
out,” described Sammy B., 52, of Sumter county.322 “[One doctor] talks so loud you can
hear him telling a woman she got a venereal disease and she comes out of there looking
stupid.”s: Such experiences can undermine trust—an essential component of quality
health care—and leave women feeling disrespected or reticent to return to the county
health department. Kathy L., a community health advisor, has seen women return from the
county health department upset. “Some of the ladies have come back and said, ‘They treat

us like low class citizens. They lash out at us and they talk to us loud across the waiting

397 Human Rights Watch interview with Vanessa T., 20, Sumter county, February 21, 2018.
308 |bid.,

399 Human Rights Watch interview with Odette M., 54, Marengo county, February 21, 2018.
310 |bid.

31 |bid.

312 Human Rights Watch interview with Sammy B., 52, Sumter county, February 19, 2018.
313 |bid.
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room like we hard of hearing...””3 In the words of one woman, “People shouldn't have to

feel embarrassed that they used the public health department.”ss

Some women report more subtle concerns that changed their decision about where to
access care. Laura J., a 40-year-old mother living with lupus, prefers driving an hour to
Tuscaloosa rather than going to a local clinic in Sumter county.3¢ Sumter does not have a
gynecologist, so going to the one in Tuscaloosa avoids the need for a referral to that facility

later. Beyond convenience, though, mistrust heavily factors into Laura’s decision.3

Lupus can cause false positives on syphilis tests—and did so for Laura years ago while she
was a patient at the county health department.>®® She was concerned that her

confidentiality may have been breached in the process of clearing the false positive.3

Nine time out of ten the people who work at local clinics are local people
and | just don't want them in my personal space. | like my privacy.... It's just,

you know, looks, whispers, things like that.... Silence can be very loud.32°

Such distrust can extend to other forms of safety net health care as well—clinics with
sliding scales or free services can be implicated. One nurse said that area residents
sometimes derogatorily call the sliding scale clinic in her county the “poor people’s clinic”
and think “you're not going to get good care if it's free care.”32* Some people shared
similar skepticism with Human Rights Watch. “l don't mean to put our clinics down...,” one
woman said, “but sometimes with certain situations, it's like a band-aid.”s22 Another

woman, 47, from Greene county, was uninsured for three years. “If you don’t have

314 Human Rights Watch interview with Kathy L., patient navigator with the community health advisor program, February 21,
2018.

315 Human Rights Watch Interview with Claudia Hardy, program director for community-based minority health programs in
UAB’s Comprehensive Cancer Center, April 10, 2018.

316 Human Rights Watch interview with Laura J., 40, Sumter county, February 19, 2018.

317 |bid.

318 |bid,

319 |bid.

320 |bid.

321 Human Rights Watch interview with Amber W., nurse at a health clinic, of Perry county, February 15, 2018.

322 Human Rights Watch interview with Darcy C., 57, Choctaw county, February 18, 2018.

IT SHOULD NOT HAPPEN 76



insurance and you can’t pay, [doctors] don’t want to see you. They just do the minimum

amount.”323

The Alabama Department of Public Health should investigate and address concerns about
confidentiality and quality of care. This could include creating a transparent process to
assess complaints against county health departments and a response plan that, for
example, requires adequate implicit bias, sensitivity and confidentiality training for all
staff members. ADPH should also consider forming a partnership with private clinics to
ensure that even those who feel uncomfortable at publicly funded clinics have an avenue

for low-cost health care.

Missed Follow-ups

Too many women in Alabama are missing follow-up colposcopy appointments and this
puts lives at risk. Dr. Stevens, whose Selma office is the closest referral site for low-income
women for five or six counties in the Black Belt, sees this often. About half of the women
referred to his clinic from public health departments do not make their follow-up
appointments.32¢ Women referred from other low-income clinics have better follow-up rates

but not near 100 percent, he said.32

The University of Alabama at Birmingham’s Colposcopy Clinic has a slightly lower
compliance rate.32¢ UAB is the primary referral center in the state for women with abnormal
cervical cancer screenings from the county health departments. Dr. Stevens’ practice might
be the closest for many in West Central Alabama, but UAB is the highest volume referral
center in the state. The colposcopy clinic is only open on Friday mornings and the no-show
rate is consistently above 50 percent.327 Dr. Warner Huh explained to Human Rights Watch

why this is not surprising:

We have patients that drive three to four hours to get here. We have

patients who use a bus to get here then they have to get out in time to take

323 Human Rights Watch interview with Hazel B., 47, Greene county, February 23, 2018.

324 Human Rights Watch interview with Dr. William Stevens, obstetrician gynecologist in Selma, April 11, 2018.
325 |bid.

326 | anders et al., “Trends in Colposcopy Volume.”

327 |bid.
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the bus home.... To put that in perspective, the no-show rates—you know
we can have as many as 75 to 100 patients in a clinic over a four-hour

session—the no show rate could be as high as 60 percent.328

To put this in perspective, 90 percent of women go to follow-up care through the ABCCEDP,
which serves a similar, albeit much smaller, population as the county health
departments.329

If the county health department refers a patient, the same county health department is
ultimately responsible for checking up after missed appointment.3se Guidelines require
that staff call and send letters to women who misses their colposcopies.33t The Alabama
Department of Public Health, which oversees the county health departments,332is in the
process of switching over to electronic medical records and, although individual county
public health departments might keep track of missed referral appointments, the ADPH
does not have that information.333 This makes it impossible to track indispensable
information in the prevention of cervical cancer such as from which county public health

departments are women missing follow-up colposcopy appointments.

328 Human Rights Watch interview with Dr. Warner Huh, Division Director of Gynecologic Oncology at the University of
Alabama Birmingham (UAB), December 12, 2017.

329 Human Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and two
other representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018.

339 Human Rights Watch interview with Dr. Warner Huh, Division Director of Gynecologic Oncology at the University of
Alabama Birmingham (UAB), December 12, 2017.

331 Human Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and two
other representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018. See also,
Alabama Breast and Cervical Cancer Early Detection Program, “Provider Manual: revised June 2018,” June 2018, p. 15,
http://www.alabamapublichealth.gov/bandc/assets/2016ProvMan.pdf (accessed June 10, 2018).

332 Jefferson and Mobile counties have independent health departments that are governed by their local county boards of
health. All other counties are separated into Public Health Districts. See, for example, ADPH, “Public Health Districts,” n.d.,
http://alabamapublichealth.gov/publications/assets/publichealthdistrictsmap.pdf (accessed July 10, 2018).

333 Letter from Carol Gerard, Assistant General Counsel, ADPH, to Human Rights Watch, June 21, 2018.
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V. Poor Access to Information Negatively Affects Cervical
Cancer Related Care

Women in Alabama lack access to information that is indispensable to making informed
decisions about cervical cancer related care. Alabama does not have adequate policies
and regulations in place to ensure that residents can access complete and accurate HPV
prevention information, including about vaccination. It fails to regulate, monitor, or
support policies and programs that ensure school-age children receive equal, accurate,
and comprehensive sexual health education, which has been shown to decrease risk-
taking in ways that would also reduce cervical cancer risks. These gaps contribute to the
persistence of existing social barriers to accessing timely cervical cancer care to continue,
negatively impacting mortality rates. Alabama is no longer funding those peer support and
engagement programs that have successfully used community voices and knowledge to

overcome such barriers.

International human rights treaties recognize the right to access health-related information.
This has been interpreted as including education about all aspects of sexual and
reproductive health.33s Education can be a powerful determinant of health including in
ensuring that women and girls have access to cervical cancer preventive care. The full
realization of women’s right to health requires the removal of all barriers that interfere with

access to sexual and reproductive health services, education, and information.33s

334 |nternational Covenant on Civil and Political Rights (ICCPR), adopted December 16, 1966, G.A. Res. 2200A (XXI), 21, U.N.
GAOR Supp. (No. 16) at 52, U.N. Doc. A/6316 (1966), 99 U.N.T.S. 171, entered into force March 23, 1976, ratified by the United
States on June 8, 1992, art. 19(2); International Covenant on Economic, Social and Cultural Rights (ICESCR) adopted
December 16, 1966, GA Res. 2200A (XXI), UN GAOR (no. 16) at 49, UN Doc. A/6316 (1966), 99 UNTS 3, entered into force
January 3, 1976, signed by the US on October 5, 1977, art. 2(2); Committee on Economic, Social and Cultural Rights (CESCR),
General Comment No. 14, The Right to the Highest Attainable Standard of Health, U.N. Doc. E/C.12/2000/4 (2000), paras.
12(b), 18 and 19; American Convention on Human Rights, art. 13(1).

335 CESCR, General Comment No. 14, The Right to the Highest Attainable Standard of Health, U.N. Doc. E/C.12/2000/4 (2000),
para. 21.
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Absence of State HPV Vaccine Policies Leave Women and Girls Uninformed

The HPV vaccine can prevent a vast majority of high-risk HPV infections before they have
the opportunity to develop into cervical cancer.33¢ Despite the proven effectiveness and
safety of the vaccine, uptake in the US has been slow and Alabama’s vaccination rate trails
behind much of the rest of the US.337 In 2016, about 57.7 percent of adolescent girls and
39.4 percent of boys in Alabama had received the first round of the vaccine, putting

Alabama in the bottom fifteen states in the nation for girls, and even lower for boys.338

Alabama’s Department of Public Health has made efforts to address low vaccination rates
by setting progressive goals to increase the number of initiated and completed
vaccinations. The most recent statewide Comprehensive Cancer Control Plan (“state plan”)
included a goal of increasing the HPV vaccine completion rates by 46 percent, ideally
having 80 percent of adolescents up-to-date by 2021.339 However, Alabama has not
implemented key policies that would support access to and information about the HPV
vaccine that could improve vaccination uptake rates—including expanding Medicaid
eligibility through the ACA, enacting school-entry programs for vaccination, and mandating

comprehensive sexual health education.3s

The last state plan (2011-2015) highlighted the need for “a statewide HPV Taskforce with
community and legislative support to research the barriers to HPV vaccination.”ss The
ADPH, ABCCEDP, and Medicaid are part of the Alabama HPV coalition along with a score of

336 Jedd Hansen, “New HPV vaccine shows promise to dramatically reduce cervical cancer,” University of Alabama at
Birmingham News, February 18, 2015, http://www.uab.edu/news/research/item/5758-new-hpv-vaccine-shows-promise-to-
dramatically-reduce-cervical-cancer (accessed April 24, 2018).

337 National Center for Inmunization and Respiratory Disease, “HPV Vaccine Information for Clinicians,” December 20, 2016,
https://www.cdc.gov/hpv/hcp/need-to-know.pdf (accessed April 23, 2018).

338 Jennifer Murphy et al., “A Qualitative Comparative Analysis of Combined State Health Polices Related to Human
Papillomavirus Vaccine Uptake in the United States,” American Journal of Public Health, vol. 108, no. 4 (April 2018),
doi:10.2105/A)JPH.2017.304263.

339 ADPH, “A Comprehensive Plan 2011-2015,” n.d.,
https://ftp.cdc.gov/pub/publications/Cancer/ccc/alabama_ccc_plan_2011_2015.pdf (accessed April 30, 2018).

340 See, for example, President’s Cancer Panel, “Accelerating HPV Vaccine Uptake: Urgency for action to prevent cancer,”
2014, February 2014, https://deainfo.nci.nih.gov/advisory/pcp/annualreports/HPV/PDF/PCP_Annual_Report_2012-2013.pdf
(accessed May 30 2018). See also, Murphy et al., “A Qualitative Comparative Analysis;” S.). Kessels et al., “Factors
associated with HPV vaccine uptake in teenage girls: a systematic review,” Vaccine, vol. 30, no. 24 (May 21, 2012) p. 3546-56,
doi: 10.1016/j.vaccine.2012.03.063; Kathleen Cartmell et al., “Barriers, facilitators, and potential strategies for increasing
HPV vaccination: A statewide assessment to inform action,” vol. 5 (June 2018), p. 21-31, doi: 10.1016/j.pvr.2017.11.003.

341 ADPH “A Comprehensive Plan 2011-2015,”
https://ftp.cdc.gov/pub/publications/Cancer/ccc/alabama_ccc_plan_2011_2015.pdf (emphasis added).
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other groups.342 Additionally, the Alabama Comprehensive Cancer Control Coalition, which
produces the state plan, has partnered with the ADPH and ABCCEDP to conduct public
outreach campaigns, like distributing educational materials designed to encourage HPV
vaccination to boys, girls, parents, and providers.34 They have also collaborated with UAB

to create strategies to promote and improve vaccination rates on campus.344

But this type of community support lacks substantive legislative support. Alabama has
enacted only one supportive policy to increase HPV vaccination rates: Licensed
pharmacists can distribute the vaccine.34s The Alabama House considered a bill that would
have required that parents be given information about the HPV infection and vaccination,
but it failed to pass the committee stage and no similar measure to support HPV

vaccination has been considered.34¢

Without supportive policies, providers carry a heavy burden to increase vaccine uptake. A
number of experts who spoke to Human Rights Watch believe providers’ failure to
recommend the vaccine is a significant problem in the state.34 The CDC recommends that
the HPV vaccine be presented just like other childhood vaccines that target preventable

diseases.348 Because HPV is known to be a STI, experts report to Human Rights Watch a

342 University of Alabama at Birmingham, Comprehensive Cancer Center, “Alabama HPV Vaccination Coalition,” n.d.,
http://cancercenter.uab.edu/research/alabama-hpv-vaccination-coalition/ (accessed April 23, 2018).

343 “A Comprehensive Overview of the ACCCC’s HPV Related Initiative,” from Gavin Graff, cancer prevention branch director

at the Alabama Department of Public Health, to Human Rights Watch on December 13, 2017, on file with Human Rights Watch.

344 bid.
345 Alabama Code sec. 34-23-1(5) (1975).

346 National Conference of State Legislatures, “HPV Vaccine: State Legislation and Statutes,” June 12, 2018,
http://www.ncsl.org/research/health/hpv-vaccine-state-legislation-and-statutes.aspx (accessed July 10, 2018).

347 Human Rights Watch interview with Dr. Warner Huh, Division Director of Gynecologic Oncology at the University of
Alabama Birmingham (UAB), December 12, 2017; Human Rights Watch interview with Dr. Isabel Scarinci, Associate Director
for Globalization and Cancer, University of Alabama, Birmingham, Comprehensive Cancer Center, December 13, 2017; Human
Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and two other
representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018. The CDC has
said that provider recommendation is the “single most influential factor” in determining whether a parent will have their
child vaccinated for HPV. CDC, “CDC Telebriefing on human papillomavirus (HPV) vaccination coverage and vaccine safety
monitoring,” Press briefing transcript, July 25, 2013, https://www.cdc.gov/media/releases/2013/to725-Human-
papillomavirus.html (accessed April 23, 2018).

348 CpC, “Recommended Immunization Schedule for Children and Adolescents Aged 18 Years or Younger, United States
2018,” February 6, 2018, https://www.cdc.gov/vaccines/schedules/hcp/imz/child-adolescent.html#adolescent (accessed
April 23, 2018); CDC, “CDC Telebriefing.”
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reticence on the part of providers. “The link to sex,” one researcher explained, “is a

common barrier in all the pediatricians, parents, nurses, and stakeholders.”34

Studies show that Alabama doctors are not unique in this regard. Providers feel
uncomfortable recommending the vaccine for 11-year-olds and 12-year-olds and few
recommend it for 9-year-olds or 10-year-olds.35° One study found that some physicians
profile their patients in terms of perceived risk of sexual activity.35 In another study, one in
four health care providers reported not routinely recommending the vaccine for girls, and
more than half reported not doing so for boys.352 The discomfort that some pediatric
providers feel in talking about sex or STIs, or in challenging perceived parental hesitancy,

has further contributed to inconsistencies in recommendations.353

State health agencies can help overcome this hesitancy with training to increase provider
support for the HPV vaccination and improve the quality of provider recommendations.3s4
Providers have reported needing support, such as parental education materials, public
health campaigns, and instructions on framing the vaccine as a priority for cancer

prevention.3ss

349 Human Rights Watch interview with Dr. Isabel Scarinci, Associate Director for Globalization and Cancer, University of
Alabama, Birmingham, Comprehensive Cancer Center, December 13, 2017.

359 Melissa Gilkey and Annie-Laurie McRee, “Provider communication about HPV vaccination: A systematic review,” Human
Vaccines and Immunotherapeutic, vol. 12, no. 6 (February 2, 2016), accessed April 23, 2018, doi:
10.1080/21645515.2015.1129090. See also, Haelle, “The great success and enduring dilemma of cervical cancer screening,”
NPR, https://www.npr.org/sections/health-shots/2015/04/30/398872421/the-great-success-and-enduring-dilemma-of-
cervical-cancer-screening.

351 Rebecca Perkins et al., “Missed Opportunities for HPV Vaccination in Adolescent Girls: A Qualitative Study,” The American
Academy of Pediatrics, vol. 134, no. 3 (September 2014), http://pediatrics.aappublications.org/content/134/3/e666.long
(accessed April 23, 2018).

352 Annie-Laurie McRee et al., “HPV vaccine hesitancy: Findings from a statewide survey of healthcare providers,” Journal of
Pediatric Health Care, vol. 28, no. 6 (July 10, 2014), doi: 10.1016/j.pedhc.2014.05.003.

353 Melissa Gilkey and Annie-Laurie McRee, “Provider communication about HPV vaccination: A systematic review,” Human
Vaccines and Immunotherapeutic, vol. 12, no. 6 (February 2, 2016) doi: 10.1080/21645515.2015.1129090. See also, Melissa
Gilkey et al., “Quality of Physician Communications about Human Papillomavirus Vaccine: Finding from a National Survey,
Cancer Epidemiology Biomarkers Prevention, vol. 24, no. 11 (November 1, 2016), doi: 10.1158/1055-9965.EPI-15-0326.

354 Teri Malo, “Making effective HPV vaccine recommendations: intermediate outcomes of a brief provider training,”
Pediatrics, vol. 141, no. 1 (January 2018), doi: 10.1542/peds.141.1_MeetingAbstract.148.

355 Echo Warner, “Health care providers’ knowledge of HPV vaccination, barriers and strategies in a state with low HPV
vaccine receipt: Mixed Methods Study,” vol. 3, no. 2 (2017), doi: 10.2196/cancer.7345; Kathleen Cartmell et al., “Barriers,
facilitators, and potential strategies for increasing HPV vaccination: A statewide assessment to inform action,” vol. 5 June
2018), p. 21-31, doi: 10.1016/].pvr.2017.11.003.
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Completion rates in the state have improved from the 2009 baseline of 25 percent to 35.4
percent in 2016.35¢ However, these numbers are still below state and federal goals and
among adolescent girls the three dose vaccine completion rate has been relatively
stagnant since 2013, hovering in the high 30s and low 40s.357 One doctor told Human
Rights Watch that children’s and parent’s knowledge of the vaccine remains low. There are
“not too many [patients] asking about it.” He continued, “I’'m not sure they are aware of it

because it has not been televised or broadcast that children, both male and female, need

it.”3s8

Some women told Human Rights Watch they were aware of the vaccine and reported
having their children vaccinated.3s® A few women, however, were unsure whether or not
they knew of the vaccine, or if they or their children were vaccinated.3¢° One young woman,
22, said she had heard of the shot and might have gotten one in high school.36t This is
possible but unlikely because less than 1 percent of secondary schools in Alabama report
administering the HPV vaccine and less than 20 percent provide students with referrals to

providers—the lowest secondary school referral rate for HPV vaccinations in the nation.362

Romilda H., 59, who lives with her two young grandchildren, told Human Rights Watch that

the children were “probably” vaccinated for HPV because they are up-to-date on their

356 CDC, “2008 through 2016 Adolescent Human Papillomavirus (HPV) Vaccination Coverage Trend Report,” August 24, 2017,
https://www.cdc.gov/vaccines/imz-managers/coverage/teenvaxview/data-reports/hpv/trend/index.html (accessed April 23,
2018). Note that the three-dose vaccination rate no longer necessarily represents the HPV vaccination completion rate, as
children who initiate the vaccine between ¢ and 14 can now complete the series in 2 doses. Completion rates for males and
females, ages 13-17, are only available for 2016 through the Centers for Disease Control. The baseline of 25% was drawn from
Alabama’s published numbers. ADPH, “A Comprehensive Plan 2011-2015,”
https://ftp.cdc.gov/pub/publications/Cancer/ccc/alabama_ccc_plan_2011_2015.pdf.

357 CDC, “2008 through 2016 Adolescent Human Papillomavirus (HPV) Vaccination Coverage Trend Report,”
https://www.cdc.gov/vaccines/imz-managers/coverage/teenvaxview/data-reports/hpv/trend/index.html.

358 Human Rights Watch interview with two physicians at Federally Qualified Health Centers in two Alabama Black Belt
counties (names withheld), February 20, 2018.

359 Human Rights Watch interview with Vanessa T, 20, Sumter county, February 21, 2018; Human Rights Watch interview with
Ann W., 61, Sumter county, February 18, 2018; Human Rights Watch interview with Laura J., 40, Sumter county, February 19,
2018.

360 Human Rights Watch interview with Darlene W., 22, Perry county, February 22, 2018; Human Rights Watch interview with
Romilda H., 59, of Lowndes county, February 12, 2018; Human Rights Watch interview with Blythe S., 62, Greene county,
February 23, 2018.

361 Human Rights Watch interview with Darlene W., 22, Perry county, February 22, 2018.

362 Nancy Brener et al., “School Health Profiles 2016: Characteristics of Health Programs Among Secondary Schools,” CDC,
2017, p. 182-184, https://www.cdc.gov/healthyyouth/data/profiles/pdf/2016/2016_Profiles_Report.pdf (accessed April 30,
2018).
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vaccines; however, she wasn’t sure whether the HPV had been included.363 Alabama
requires that all school-aged children receive certain vaccines, but the HPV vaccine is not

one of them.

Sammy B., 52, of Sumter county, is a mother of five children, ages 19 to 31.3¢4 She had
heard of the HPV vaccine but her children’s doctor never recommended it. Sammy did not
have any of her children vaccinated but she believed her 19-year-old daughter might have
received the shot on her own.3¢5s Sammy told Human Rights Watch that if a doctor had

recommended doing so, she would have gotten her children vaccinated.36¢

Until October 2018, the HPV vaccine was not recommended for people over the age of 26.
Prior to that, those who were not vaccinated before 27 lost the opportunity to be protected
against most cases of genital warts, cervical cancer, and a host of other HPV-related
cancers. Interviewees who did not know, or were unsure, about the HPV vaccine would
have had numerous contacts with the health care system. That represents a missed
opportunity to protect the women or their children from HPV-related cancers through
vaccination—a missed opportunity that a strong provider recommendation or improved
access to information could have prevented. With the recent FDA approval for individuals
27 to 45 years of age to receive the vaccine, those who missed receiving the vaccine at a
younger age now have the opportunity for vaccination, but targeted outreach is needed to

increase vaccination across age groups.

The last state plan acknowledged that the state faces an uphill battle because of the
absence of supportive HPV vaccination legislation in Alabama.3¢7 State agencies have tried
to work collaboratively with partner on strategies to improve awareness and uptake of the
HPV vaccine.3¢8 But completion rates remain low and provider recommendation remains
important. Deeanna M., 28, who has three young boys, ages 8 and 3 years, and 2 months,

told Human Rights Watch that she might have heard about the vaccine, but her children’s

363 Human Rights Watch interview with Romilda H., 59, Lowndes county, February 12, 2018.
364 Human Rights Watch interview with Sammy B., 52, Sumter county, February 19, 2018.
365 |bid.

366 |bid.

367 “Since no state law exists regarding HPV vaccination, our focus must include concentrated outreach efforts to reach
Alabama youth and their parents about the importance of this valuable tool against cancer.” ADPH, “A Comprehensive Plan
2011-2015,” https://ftp.cdc.gov/pub/publications/Cancer/ccc/alabama_ccc_plan_2011_2015.pdf.

368 |hid.
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doctor never discussed it.36¢9 There is still time for them and their generation. Alabama can
save lives by enacting policies that increase provider, parental, and adolescent education

about, and access to, HPV vaccinations.

Subpar Sexual Health Education in Schools Leave Children Unprepared

The state of Alabama does not provide the necessary guidance, funding, or accountability
mechanisms to ensure that all students receive quality sexual health education. It puts the
onus on individual school systems, many of which are already overstretched and
underfunded. Moreover, the state’s education code actively inhibits local schools from

providing comprehensive and inclusive sexual health education.

Access to full and medically accurate information about sexual and reproductive health is
essential to secure the right to the highest attainable standard of health, and in the case of
cervical cancer, access to information about preventive care could be lifesaving. But
Alabama’s sexual health education falls short and leaves women and girls without the
tools necessary to decrease cervical cancer risk. Furthermore, the state is missing an
opportunity to combat understandable and persistent fears and social norms that inhibit
women and girls from discussing or seeking sexual and reproductive health care, such as

cervical cancer care.

The Flaws in Alabama’s Sexual Health Education Leave Women and Girls without The
Tools Necessary to Decrease Cervical Cancer Risk

Alabama underfunds certain school systems because of the way education is funded, and
because of limitations on the ability of state and local governments to raise revenue.37°
Amendments have resulted in agricultural and forest property being taxed at lower rates
than most other property classes and given special exceptions.37* Constitutional

limitations on property taxes—as the source of all or most local funds for public schools—

369 Human Rights Watch interview with Deeanna M., 28, of Sumter county, February 19, 2018.

37° The 1901 Constitution placed a cap on state and local property tax rates. An Alabama district court put described this as
an effort to “protec[t] white taxpayers from the threats of ‘black rule’ and increased taxation for the purpose of funding
equitable and adequate education opportunities ... to blacks.” India Lynch v. State of Alabama, US District Court, Northern
District of Alabama, Northeastern Division, Memorandum of Opinion, 08-S-450-NE, October 21, 2011, p. 595.

371 \bid.; India Lynch v. State of Alabama, Petition for a Writ of Certiorari to the United States Court of Appeals for the
Eleventh Circuit, n.d., p. 8, cert denied.
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impact local revenue that would help pay for public schools.372 Restricting locally imposed

property taxes effectively restricts local officials’ ability to fund their public schools.373

According to an Alabama district court, it is “a vestige of discrimination inasmuch as the
[state] constitutional provisions governing the taxation of property are traceable to, rooted
in, and have their antecedents in an original segregative, discriminatory policy.”374 Human
Rights Watch spoke with Larry Menefee, a lawyer who challenged the discriminatory
impetus and impact of Alabama’s property tax system in 2011 on behalf of public
schoolchildren in the state. Because the Black Belt is a hub for agricultural and timber
industries, its land and schools tend to be disproportionately—though not exclusively—
impacted by low property tax income.37s “This is such a barebones system...” Menefee

explained. “These kids are starting with at least two-and-a-half strikes against them.”s76

Similar to local school funding, sexual health education varies widely depending on the
school district. Alabama does not have regulations in place to ensure that all students
have equal opportunity to access sexual and reproductive health related information and
advocates worry about the impact of the poor state of sexual health education in Alabama

schools.

A vast majority of cervical cancer cases are caused by HPV, a sexually transmitted infection,
and many cervical cancer risk factors, such as giving birth to multiple children orat a
young age, having multiple sexual partners or living with HIV, are directly related to sexual

activity.377 Comprehensive sexual health education can address this head on, and has

372 Augenblick Palaich and Associates Consulting, “Equity and Adequacy in Alabama School and Districts,” March 2015,
https://www.alsde.edu/sec/comm/Related%20Documents/Alabama%2oFinal%20Report%209.8.15.pdf (accessed April 30,
2018); Corey Turner et al., “Why American’s Schools have a Money Problem,” NPR, April 18, 2016 SITE CAN’T BE
REACHEDhttps://www.npr.org/2016/04/18/ 474256366 /why-americas-schools-have-a-money-problem (accessed April 30,
2018).

373 India Lynch v. State of Alabama, Petition for a Writ of Certiorari, n.d., cert denied.

374 Knight and Sims v. State of Alabama, 458 F.Supp.2d 1273 (N.D. Ala. 2004), aff'd, 476 F.3d 1219 (11t Cir.), cert denied, 127
S.Ct. 3014 (2007).

375 The land in the Black Belt is disproportionately subject to a property tax exception that contributes to a state-wide loss in
revenue that has been estimated to be as high as $40 million, a large portion of which would have been for rural schools.
Lynch v. State of Alabama, Petition for a Writ of Certiorari, n.d., p. 11-12, cert denied.; Lynch v. State of Alabama, Corrected
Memorandum of Opinion, 08-S-450-NE, p. 28 (November 7, 2011). See also, Brian Lawson, “Superintendents describe tough
school conditions in testimony for Huntsville property tax trial,” AL.com, March 31, 2011,
http://blog.al.com/breaking/2011/03/superintendents_describe_tough.html (accessed May 30, 2018).

376 Human Rights Watch interview with Larry Menefee, attorney for the Plaintiffs in Lynch v. State of Alabama, April 13, 2018.
377 WHO, “Comprehensive Cervical Cancer Control,” p. 40. See also, CDC, “What are the risk factors for cervical cancer,” May
6, 2014, https://www.cdc.gov/cancer/cervical/basic_info/risk_factors.htm (accessed May 30, 2018).
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been shown to increase condom and contraceptive use; decrease likelihood of teen
pregnancy, HIV or other STls; delay the initiation of sexual activity; and reduce the number
of sexual partners and sexual risk taking, such as unprotected sex—all of which would
have the effect of reducing cervical cancer risk.37® Indeed, the World Health Organization
considers condom promotion and heathy sexuality education for boys and girls to be

necessary tools for the prevention of cervical cancer.37

It is optional for schools in Alabama to teach sexual health education. But if a school does
decide to offer sexual health education, the state’s education code sets the minimum
content that must be included.3® Advocates for comprehensive sexual health education
say that the standards create value-laden guideposts that overemphasize abstinence,
contain sex-negative language, stigmatize homosexuality, and require schools to teach

about HIV prevention in medically inaccurate terms.38:

The Alabama sexual health education standards are as notable for what they do not
include as what they do. The state does not a) set a model curriculum for schools to follow;
b) require that programs be medically or scientifically accurate or appropriate for students

of all genders, sexual orientations and ethnic or cultural backgrounds; c) appropriate state

378 “Many adolescents engage in sexual risk behaviors that can result in negative sexual health outcomes, including
unintended pregnancy, infection with human immunodeficiency virus (HIV), and other sexually transmitted diseases (STDs).
Sexual health education can be instrumental in preventing these outcomes. Indeed, the National HIV/AIDS Strategy notes
that ‘schools play a fundamental role in providing current and accurate information about the biological and scientific
aspects of health education.” When well-designed and well-implemented, sexual health education is associated with
delayed sexual debut, fewer sexual partners, and more widespread and consistent use of condoms.” Brener et al., “School
Health Profiles 2016,” p. 182-184. See also, Douglas Kirby et al., “Sex and HIV Education Programs: Their impact on sexual
behaviors of young people throughout the world,” Journal of Adolescent Health, vol. 40, no. 3 (March 2007), doi:
10.1016/j.jadohealth.2006.11.143l; Pamela Kohler et al., “Abstinence-Only and Comprehensive Sex Education and the
initiation of Sexual Activity and Teen Pregnancy,” Journal of Adolescent Health, vol. 42, no. 4 (April 2008), doi:
10.1016/j.jadohealth.2007.08.026; David Carter, “Comprehensive sex education for teens is more efficient than
abstinence,” The American Journal of Nursing, vol. 112, no. 3 (March 2012), doi: 10.1097/01.NAJ.0000412622.87884.a3;
Heather Weaver et al., “School-based sex education policies and indicator of sexual health among young people: a
comparison of the Netherlands, France, Australia and the United States,” Sex Education, vol. 5, no. 2 (2007), doi:
10.1080/14681810500038889; H.B. Chin et al., “The effectiveness of group-based comprehensive risk-reduction and
abstinence education interventions to prevent or reduce the risk of adolescent pregnancy, human immunodeficiency virus,
and sexually transmitted infections: two systematic reviews for the Guide to Community Preventive Services,” American
Journal of Preventive Medicine, vol. 42, no. 3 (March 2012), doi: 10.1016/j.amepre.2011.11.006.

379 WHO, “Comprehensive Cervical Cancer Control,” p. 53, 90.

380 Alabama Code § 16-40A-2.

381 «One of the key gaps is that sex education is optional. But then if you do teach it, you have to teach this value laden
guideposts that overemphasize abstinence and don't require you to teach...” Human Rights Watch interview with Mawiyah
Patten, Alabama State Organizer at Unite for Reproductive and Gender Equality (URGE), April 9, 2018. Human Rights Watch
interview with Matthew Pagnotti, Director of Policy and Advocacy at Alabama AIDS, April 10, 2018.
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funds specifically to support sexual health education; d) track which schools do or do not
offer sexual health education, or what the curricula looks like at those that do.382 In the
words of one advocate, “The state is not even doing the bare minimum to provide sexual
health education.”38s

Contrast this with California, which does mandate comprehensive sexual health and HIV
prevention education. The state a) provides curriculum guidance; b) requires that all
information be medical accurate and appropriate for students of any race, gender, sexual
orientation, ethnic, or cultural background, disability status, or level of English proficiency;
c) provides block grants to fund mandated programs, like comprehensive sexual health
and HIV prevention education; and d) requires that school districts train their teachers in
the most recent medically accurate research on human sexuality, healthy relationships,
pregnancy, HIV, and other STls.384

According to Alabama Code § 16-40A-2, schools that teach sexual health education should
include “age appropriate” information about the level of effectiveness that various
contraceptive measures afford against STls, while emphasizing that abstinence is the only
completely reliable method. This language does not necessarily preclude comprehensive
sexual health education.38s Statistics, however, indicate that Alabama schools err towards

less, rather than more, complete sexual health education. Only half of the high schools in

382 Human Rights Watch interview with Matthew Pagnotti, Director of Policy and Advocacy at Alabama AIDS, April 10, 2018.
The Department of Education had a skeletal outline of the health education topics that must covered in various grades.
According to the Alabama Course of Study, teachers should start incorporating lessons on “risky behaviors that affect
personal health,” such as premarital sex, in 5th grade. Types of STls and the benefits of abstinence should be discussed in 8th
grade. Teachers are not required to incorporate how students access other information, products and services related to the
prevention of pregnancy and STls in any specific grade. In Appendix A, teachers are reminded that “The Code of Alabama
states further that materials and instruction selected and used at the local level shall be age-appropriate; shall emphasize
abstinence, refusal skills, ethical conduct, and applicable laws (child support, sexual abuse, and homosexual conduct); and
shall include information indicating the reliability and unreliability of contraceptives.” Joseph B. Morton, “Alabama Course of
Study: Health Education,” Alabama Department of Education, 2009,
https://web.alsde.edu/general/HPE_2009_AL_Course_of_Study_Physical_Education.pdf (accessed April 24, 2018).

383 Human Rights Watch interview with Alex Smith, Director of Equality Alabama, Birmingham, April 13, 2018.

384 California Department of Education, “Comprehensive Sexual Health & HIV/AIDS Instruction,” May 8, 2018,
https://www.cde.ca.gov/Is/he/se/ (accessed August 8, 2018). See also, California Department of Education, “Frequently
asked questions: Questions and answers regarding comprehensive sexual health education, HIV/AIDS and STD instruction,”
April 25, 2018, https://www.cde.ca.gov/ls/he/se/fag.asp (accessed August 8, 2018).

385 Even if the language cited from § 16-40A-2(b) and (c)(3) leaves the possibility of comprehensive sexual health education
open, the requirement that schools emphasize that “abstinence from sexual intercourse outside of lawful marriage is the
expected social standard for unmarried school-age persons” and include “an emphasis, in a factual manner and from a
public health perspective, that homosexuality is not a lifestyle acceptable to the general public and that homosexual
conduct is a criminal offense under the laws of the state” could preclude that possibility of comprehensive sexual health
education that is inclusive.
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the state teach students how to obtain condoms and fewer than half teach students how
to use condoms correctly.38 Only about 20 percent of Alabama schools teach sixth to
eighth graders that preventive care is necessary to maintaining sexual and reproductive

health—the second lowest rate in the nation.387

Without oversight of schools’ sexual health education curriculum, it is difficult to know
which counties or school systems offer sexual health education, what that education looks
like, or where the gaps are.

One consequence of inconsistent sexual health programs across the state is reflected in
the rates of HIV and other STIs.388 “In areas where sexual health education is weak or not
offered, the rates [of HIV] are higher and you can see that especially when you drill down
by age range...” said Alex Smith, the Executive Director of Equality Alabama. “The state’s
dereliction of duty in this case is really telling—they just don’t care.”s89 The highest rates of
new chlamydia infections and prevalence of HIV in the state are clustered in Black Belt

counties, where Smith described the “biggest issues” talking about sexual health.39°

386 Brener et al., “School Health Profiles 2016,” p. 106.

387 |bid., p. 96.

388 Human Rights Watch interview with Alex Smith, Director of Equality Alabama, Birmingham, April 13, 2018. See generally,
Brener et al., “School Health Profiles 2016,” p. 182-184. See also, Douglas Kirby et al., “Sex and HIV Education Programs:
Theirimpact on sexual behaviors of young people throughout the world,” Journal of Adolescent Health, vol. 40, no. 3 (March
2007), doi: 10.1016/j.jadohealth.2006.11.143l; Pamela Kohler et al., “Abstinence-Only and Comprehensive Sex Education
and the initiation of Sexual Activity and Teen Pregnancy,” Journal of Adolescent Health, vol. 42, no. 4 (April 2008), doi:
10.1016/j.jadohealth.2007.08.026; David Carter, “Comprehensive sex education for teens is more efficient than
abstinence,” The American Journal of Nursing, vol. 112, no. 3 (March 2012), doi: 10.1097/01.NAJ.0000412622.87884.a3;
Heather Weaver et al., “School-based sex education policies and indicator of sexual health among young people: a
comparison of the Netherlands, France, Australia and the United States,” Sex Education, vol. 5, no. 2 (2007), doi:
10.1080/14681810500038889; H.B. Chin et al., “The effectiveness of group-based comprehensive risk-reduction and
abstinence education interventions to prevent or reduce the risk of adolescent pregnancy, human immunodeficiency virus,
and sexually transmitted infections: two systematic reviews for the Guide to Community Preventive Services,” American
Journal of Preventive Medicine, vol. 42, no. 3 (March 2012), doi: 10.1016/j.amepre.2011.11.006.

389 Human Rights Watch interview with Alex Smith, Director of Equality Alabama, Birmingham, April 13, 2018.

390 “The Black Belt is where we have the biggest issues. We talk to schools about a number of different things: about anti
bullying, about creating safe environments for students and teachers. And that’s generally received very well. But when we
talk about sexuality education, we get many answers like, “oh, we can’t talk about that,” or “we don’t know what the
curriculum is.” Human Rights Watch interview with Alex Smith, Director of Equality Alabama, Birmingham, April 13, 2018.
University of Wisconsin Population Health Institute, “County Health Rankings & Roadmaps,”
http://www.countyhealthrankings.org/explore-health-rankings/rankings-reports/2016-county-health-rankings-key-findings-
report; AIDSVu, “Alabama Highlights,” 2015, https://aidsvu.org/state/alabama/ (accessed April 24, 2018).
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Many counties contract with outside agencies, alleviating the need to develop their own
sexual health program.39* But some advocates say that the programs offered can be subpar
and stigmatizing. “They’ll come in and say, ‘We have a whole program ready to go. All you
have to do is contract us when you’re providing your sexual health courses and we’ll come
in and take care of everything for you,” which for our underfunded school system seems
like a deal...,” said Matthew Pagnotti, the Director of Policy and Advocacy for AIDS
Alabama, an HIV/AIDS service organization that has been involved in a statewide initiative
to reform Alabama’s sexual health education system.392

But then [the contracted programs] provide horrifying experiences that
stigmatize some of the youth in our state. Of the sentiments we’ve heard, a
common one is that if you’ve had sex before, you’re a used, chewed up
piece of gum and no one wants that. Or it’s like a piece of tape, and the
more you use a piece of tape the less sticky it gets, the more it falls off of
things and the less it works.393

Statistics confirm how far Alabama schools have to go. The CDC uses 19 sexual health
indicators to test whether schools have the necessary components to achieve exemplary
sexual health education that aligns with the National Health Education Standards.394In
2016, only 33.5 percent—or about one out of every three Alabama high schools—touch on
all 19 topics in a mandatory course.39s

A nurse from a Sumter county clinic told Human Rights Watch how the education system’s
shortcomings can render programs that seek to improve health care access ineffective.39¢
Free screenings, for example, are no use if women do not know when they should make
use of them. “Often women come to the doctor when it’s already too late. They don’t know
what the early signs are.... But if they were educated,” she went on to say, “they’d come

more readily.”397

391 Casey Toner, “With half of Alabama’s teens reporting they have sex, schools focus on abstinence,” Al.com, July 17, 2017,
http://www.al.com/news/index.ssf/2014/07/alabamas_teens_are_having_sex.html (accessed April 27, 2018).

392 Human Rights Watch interview with Matthew Pagnotti, Director of Policy and Advocacy at Alabama AIDS, April 10, 2018.
393 Human Rights Watch interview with Alex Smith, Director of Equality Alabama, Birmingham, April 13, 2018.

394 Brener et al., “School Health Profiles 2016,” p. 19.

395 |bid., p. 106.

396 Human Rights Watch interview with Eunice S., 57, nurse at health clinic in Sumter county, April 13, 2018.

397 |bid.
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Lack of comprehensive sexual health education is also a missed opportunity by the state
to challenge understandable and persistent social norms that make it difficult to discuss
sex and prevent women and girls from seeking reproductive health care. Fear and
embarrassment help drive silence and inaction in relation to cervical cancer care. “In some
cases, there is a stigma or a shame. ‘That's my business and you don't need to know about

my business’” said one nurse. “That's an issue, we really don't discuss sex."39

Frances Ford is the executive director of Sowing Seeds of Hope, a community building

organization in Perry county, Alabama that advocates for better housing, employment, and
health opportunities in the community.392 Ford told Human Rights Watch that the women in
her community seem more open about reproductive health concerns like HPV and cervical

cancer. But progress still needs to be made.

Our culture is so different. Not talking about it is a cultural thing for African
American women. Very limited on talking about female problems and
issues. They keep it to themselves.... Now it’s not as much. [ still think there

are cultural barrier, but it’s better.400

Ford, who is African American, has firsthand knowledge of how devastating such norms
can be. She lost her mother, Jeaneen, to cervical cancer and believes her mother delayed
going to the doctor because she was uncomfortable doing so. “She knew something was
wrong.... People didn’t talk about things like that.... Women, just, you know, they let it drag

on for a long time before addressing it.”4o!

Fatalism is another problem. A nurse told Human Rights Watch, for example, that when
refusing Pap tests, patients have told her, “l don’t want to know. | know | have an

abnormal history,” or “I’m going to die from something...”402

398 Human Rights Watch interview with Amber W., nurse at a health clinic, Perry county, February 15, 2018.

399 Human Rights Watch interview with Frances Ford, the executive director of Sowing Seeds of Hope, a community building
organization in Perry County, February 5, 2018.

490 |hid.
491 Human Rights Watch interview with Frances Ford, the executive director of Sowing Seeds of Hope, a community building
organization in Perry County, February 5, 2018.

492 Human Rights Watch interview with Amber W., nurse at a health clinic, Perry county, February 15, 2018.
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Women, providers, experts, and advocates repeatedly expressed the need for better
education to improve health outcomes in the Alabama Black Belt. “Education is key,” said

a nurse at a Sumter county health clinic.403

Some women reported not knowing where they could access free or low cost reproductive
health care services.«o4 |n a group interview with 18 women from Wilcox county, for
example, the resounding response to a question about whether the county health
department provided free Pap tests was “l don’t know.”#05 “A lot of people are not
educated in the things they can have,” one of the participants added. “Like you said, free
breast exams and Pap smears. They don’t know about it.... They just don’t know and it

takes an entire community to get out and tell people about it.”406

Prevailing misconceptions about the public health department is a big part of the outreach
problem. “There's not enough knowledge out in the community about what the health
department can do,” UAB’s program director for community-based minority health
programs told Human Rights Watch. “You still have people thinking it's just a family
planning clinic.”#7 Darcy C., 57, of Greene county, for example, thought she did not qualify
for services from the county health department:

| thought there was criteria that you had to meet, and | thought with me
being married and not being a single mother or nothin’, I just didn’t know

that | could go down there anyway and have my Paps and everything.

493 Human Rights Watch interview with Eunice S., 57, nurse at health clinic in Sumter county, April 13, 2018.

494 «| didn’t know that | could go to the health department.... | thought there was criteria that you had to meet, and | thought
with me being married and not being a single mother or nothin’, | just didn’t know that | could go down there anyway and
have my Paps and everything. | wasn’t aware of that.” Human Rights Watch interview with Darcy C., 57, Choctaw county,
February 18, 2018.

495 Human Rights Watch group interview with women from the National Council of Negro Women, Wilcox county, February 6,
2018.

406 |hid.

497 Human Rights Watch Interview with Claudia Hardy, program director for community-based minority health programs in
UAB’s Comprehensive Cancer Center, April 10, 2018.
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According to some interviewees, the outreach problem is made worse by uninformed staff
who have incorrectly told women that they do not qualify for programs through which they

could access a free screening, such as Plan First or the ABCCEDP.408

Itis not clear how widespread the misinformation problem is. Claudia Hardy, UAB’s
program director for community-based minority health programs, was responsible for
establishing and training networks of community health advisors (CHAs) to help navigate
more Black Belt women to breast and cervical cancer care.«9 Her staff know the eligibility

requirements and know when someone is wrongfully turned away:

| hear it from my staff throughout the field who have more interaction with
the public health department than | do. It's that the [health department]
staff don't know their programs so that when people call, they can't direct
them in the right way and they usually will turn people away.... The state
health department needs to provide greater customer service, training for

their staff.4

Kathy L., one of the staff members whom Claudia mentioned, has gotten on the phone
after women told her that they were turned away both on the grounds of eligibility and
more subjective grounds, like arriving late and then being denied the opportunity to

reschedule a same-day appointment despite provider availability. “I’'ve actually had to

report them to their bosses to say, ‘Why is it that they don't want to see these ladies?’”4

ABCCEDP staff told Human Rights Watch that they have established an informal process for

dealing with mistaken county health department staff.s2 If someone reports being

498 |hid ; Human Rights Watch Interview with Claudia Hardy, program director for community-based minority health programs
in UAB’s Comprehensive Cancer Center, April 10, 2018; Human Rights Watch interview with representatives from the Alabama
Breast and Cervical Early Detection Program, Montgomery, April 12, 2018.

499 Human Rights Watch Interview with Claudia Hardy, program director for community-based minority health programs in
UAB’s Comprehensive Cancer Center, April 10, 2018.

410 Human Rights Watch Interview with Claudia Hardy, program director for community-based minority health programs in
UAB’s Comprehensive Cancer Center, April 10, 2018.

411 Hyman Rights Watch interview with Kathy L., patient navigator with the community health advisor program, February 21,
2018.

412 Hyman Rights Watch interview with Nancy Wright, director of the ADPH’s Cancer Prevention and Control Division, and two
other representatives from the Alabama Breast and Cervical Early Detection Program, Montgomery, April 12, 2018.
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wrongfully rejected, they call the county in question, reiterate the eligibility standards and

ask them to remedy the situation.4s

But not all women are willing or able to advocate for themselves and sometimes, Human
Rights Watch found, the experience of being turned away is enough to stop women from
returning. Nicole M., 56, of Lowndes county, is a full-time caregiver for her mother, who is
96 and a double amputee, and brother, who is 54 and a stroke survivor with Down
syndrome.s¢ She makes regular visits to her primary care physician but hasn’t has a
cervical cancer screening in over 10 years.4s In the past, she went to her county public
health department for care. She says that one year a staff member told her that she would
not qualify for a Pap until she was 50 years old.#¢ She left and even though she is now
older than 5o, still has not returned. When asked why not, Nicole replied, “l just didn’t
think about it.”s7

The ABCCEDP found an efficient way to help combat such barriers to cervical cancer care:
targeted information campaign. Women who had previously refused follow-up went,
enabling the program to meet its quality assurance indicators and save lives. “Yes, it’s
exciting that we met our measure, but the really exciting part is those are six women who
really wouldn’t have come back...,” the program director told Human Rights Watch. “Those
are six women that Dr. Huh isn’t going to find late-stage near the end and wish we’d caught

them earlier.”

Community Outreach Programs Can Successfully Mitigate Some Barriers to
Care, But Funding Cuts in Alabama Puts Them at Risk

The state has taken steps to improve community education and awareness. County health
departments work with local partners to put on outreach events like health fairs and
information sessions. The National Cancer Institute (NCI) and ABCCEDP have contributed
funds to the University of Alabama at Birmingham (UAB) Cancer Center’'s Community

Health Advisor (CHA) program in the Black Belt. The CHA program is an academic,

413 |bid.
414 Human Rights Watch interview with Nicole M., 56, Perry county, February 8, 2018.
415 |bid.
416 |hid,
417 |bid.
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community engagement network of local women, trained to identify, recruit, educate and

navigate others in their communities to cancerinformation and resources.

The CHA program, which has been referenced throughout this report, established peer
support and engagement networks in the Black Belt to connect otherwise reticent women
to care and help disrupt misgivings about the health care system. Studies show that the
Community Health Advisor model effectively improves knowledge of cervical cancer,
health care access, and quality of treatment, especially in medically underserved areas.8
The goal is to use community voices and trust to overcome systemic harms and
understandable yet harmful social norms in those communities that are most impacted by
health disparities.

As one lady said to me so vividly, “Some things just is and they’ve always
been.” And when you're living in these disenfranchised, impoverished,
enslaved communities, there are things that justis.... They're powerless. As
member of the communities have become educated, have gotten better
jobs, and more resources, then they are exposed to a cultural climate that
says “Okay. | can have more, | can push to be more.... | can go out of town
to get health care.”49

The program lost federal NCI funding after 16 years, and then state funding in 2017.
“Funding from the state has never been a priority except the past two years," explained
Claudia Hardy, who runs the CHA program at the UAB Comprehensive Cancer Center.
Unfortunately, due to funding cuts and priority changes, the ABCCEDP is no longer
contributing to the CHA program.2c Before the CHA program, the state was reportedly less

418 Nedra Lisovicz et al., “Cancer Health Disparities: What We Have Done,” The American Journal of Medical Science, vol. 335,
no. 4 (April 2008) p. 254-59, doi: 10.1097/MAJ.0obo13e31816a43ad; Matthew O’Brein, “Community Health Worker
intervention to Decrease Cervical Cancer Disparities in Hispanic Women, “Journal of General Internal Medicine, vol. 23, no. 11
(2010), p. 1186-1192, doi: 10.1007/511606-010-1434-6; Families USA, “Community Health Workers: Key Partners in Improving
Children’s Health and Eliminating Inequities,” Issue Brief (September 2018),
https://familiesusa.org/sites/default/files/product_documents/HE_CHWSs-and-Kids_Issue-Brief.pdf (accessed October 29,
2018).

419 Human Rights Watch Interview with Claudia Hardy, program director for community-based minority health programs in
UAB’s Comprehensive Cancer Center, April 10, 2018.

420 Human Rights Watch Interview with Claudia Hardy, program director for community-based minority health programs in
UAB’s Comprehensive Cancer Center, April 10, 2018; Human Rights Watch interview with representatives from the Alabama
Breast and Cervical Early Detection Program, Montgomery, April 12, 2018. The “priority changes” that Hardy references are
the result of the shift in BCCEDP funding, discussed above on page 46. Because of BCCEDP grant changes, the ABCCEDP
program has had to prioritize new components, leaving them unable to continue contributing to the CHA program.
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successful in conveying the cervical cancer services that it offered. “Until Dr. Partridge's
program [the CHA program] came through here,” one woman said, “l don't even think
women knew that they could go to the health department to get mammograms and Pap

smears and all that kind of stuff.”s=:

The CHA model uses an empowerment model that builds capacity of individuals to chip
away at the difficult problem of distrust and alienation from reproductive health care. “The
community health advisors is essential because it uses a model of trusted individuals in

the local community ... particularly when you're working in vulnerable communities...”422

At least one woman who spoke with Human Rights Watch likely would not have accessed
cervical cancer screening or follow-up if not for the encouragement and support of a local
community health advisor. Nola M., 59, of Marengo county, works at a popular fast food
restaurant.4z She had her first Pap test in about two decades in 2017 after her local
community health advisor, Kathy L., convinced her that it was important. Nola was
screened through a county health department.424 She received a letter saying that her
cervical cancer screening results were abnormal. She did not understand and thought she
had cancer. “Man, | was like, ‘Oh Lord.” I’'m just fittin’ to die. | was just scared that that was
it. When | brought her [Kathy L.] that letter, oh man.”42s

Kathy L., a UAB Community Navigator, saw Nola crying at church “upset, crying, going up
the alter asking for prayer. She was just really confused and upset.”42¢ She helped explain

what the letter meant and helped Nola schedule a follow-up appointment.

Uninsured, Nola was referred to UAB for a colposcopy.+>7 No family members could take
Nola to Birmingham so Kathy drove the two-and-a-half to three hours free of charge.

Without Kathy’s outreach and navigational support, Nola likely would not have gotten

421 Human Rights Watch interview with Beth W., 61, Sumter county, February 19, 2018.

422 Human Rights Watch Interview with Claudia Hardy, program director for community-based minority health programs in
UAB’s Comprehensive Cancer Center, April 10, 2018.

423 Human Rights Watch interview with Nola M., 59, Marengo county, February 18, 2018.

424 |bid.

425 |bid.

426 Human Rights Watch interview with Kathy L., patient navigator with the community health advisor program, February 21,
2018.

427 Human Rights Watch interview with Nola M., 59, Marengo county, February 18, 2018.
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follow-up care, potentially allowing her precancerous cells to develop into cervical cancer.
“l don’t know. | was so scared,” she described, “Man, I’m talking about ‘Oh Jesus.’ | could
see myself just dying. Just going to waste. If it weren’t for Kathy | don’t know what I’d

do.”428

The CHA program is one successful method to empower community members to help
educate their peers about breast and cervical cancer information and resources. Despite
its promise in tackling the mistrust and disengagement with reproductive health care that
continues to thrive in Black Belt communities, federal and state funding for the UAB CHA
program are now at an all-time low, putting it at risk of ending.

428 |hid.
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VI. Legal Standards

The state and federal governments have allowed substantial barriers to comprehensive
cervical cancer care to thrive in the state, and in doing so, has failed to protect women’s

rights to health, information, and non-discrimination.

Right to Health

The International Covenant on Economic, Social and Cultural Rights (ICESCR) recognizes
“the right of everyone to the enjoyment of the highest attainable standard of physical and
mental health.”429 The right to health entails health services, goods and facilities should
be available, accessible, acceptable and of good quality, without discrimination.43°The
United States has signed but not ratified the ICESCR. However, this covenant is an
authoritative interpretation of what the right to health entails and of the actions states
should take in order to realize and protect it. The United Nations special rapporteur on
extreme poverty and human rights recently asserted that health care is a human right in
the US and that efforts to undermine the ACA “by stealth” are a violation of human
rights. 431

The Universal Declaration of Human Rights, which has the endorsement of all UN member
states and is considered to be broadly reflective of customary international law, also
articulates the right to health. The right to health is linked to provisions on the right to life,
which is included in the International Covenant on Civil and Political Rights (ICCPR), which
the US has ratified.s2

429 |nternational Covenant on Economic, Social and Cultural Rights (ICESCR) adopted December 16, 1966, GA Res. 2200A
(XXI), UN GAOR (no. 16) at 49, UN Doc. A/6316 (1966), 99 UNTS 3, entered into force January 3, 1976, signed by the US on
October 5, 1977. As a signatory, the US government is not entirely without obligation under ICESCR, as signatories must
refrain from taking steps that undermine the “object and purpose” of the treaty. Vienna Convention on the Law of Treaties,
adopted May 29, 1969, UN Doc. A/Conf. 39/27, 1155 UNTS 331, entered into force January 27, 1980, art. 18(1).

430 CESCR, “General Comment No. 14, The Right to the Highest Attainable Standard of Health,” U.N. Doc. E/C.12/2000/4
(2000), paras. 12.

431 Report of the Special Rapporteur on extreme poverty and human rights on his mission to the United States of America,
U.N. Doc. A/HRC/38/33/add.1 (2018), para. 78.

432 |CCPR, art. 10; Convention against Torture and Other Cruel, Inhuman or Degrading Treatment or Punishment (Convention
against Torture), adopted December 10, 1984, G.A. res. 39/46, annex, 39 U.N. GAOR Supp. (No. 51) at 197, U.N. Doc., A/39/51
(1984), entered into force June 26, 1987, ratified by the United States on October 21, 1994, art. 10, 11, 16 (1).
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Additionally, the right to health is contained in the Convention on the Elimination of All
forms of Discrimination Against Women (CEDAW). The convention specifically addresses
“the particular problems faced by rural women and the significant roles which rural women
play in the economic survival of their families” and protects the right for rural women to
have “access to adequate health care facilities, including information, counselling and
services in family planning.”43 The US has signed but not ratified CEDAW, and should
regard the Convention as an authoritative guide to the steps it should take to realize and

protect the rights of women, including their right to health.

Under the Universal Declaration of Human Rights, everyone has the right to a standard of
living adequate for the health and well-being of one’s self and one’s family, including food,
clothing, housing, medical care, and necessary social services, and the right to security in
the event of unemployment, sickness, disability, widowhood, old age, or other lack of
livelihood in circumstances beyond ones’ control.s3¢ The ICESCR establishes that medical
care and necessary social services are integral components of human dignity and are part

of the claims all people have to their right to an adequate standard of living.43s

Right to Information, Including Effective Reproductive Health Information

Women and girls enjoy a right to access health-related information under numerous
human rights treaties. This right includes access to reproductive health information,

including that which is related to cervical cancer.436

Under the ICESR, the right to information requires states to provide complete and accurate
information necessary for the protection and promotion of rights, including the right to
health.s7 The Committee on Economic, Social and Cultural Rights, in its General Comment
14 has stated that the right to health includes the right to health-related education and

information, including on sexual and reproductive health.s32 It also noted that “[t]he

433 CEDAW, art.14 (1), (2)(b).

434 Universal Declaration of Human Rights, G.A. Res. 217, UN GAOR, 3rd Sess., pt. 1, UN Doc. A/810 (1948), art. 25(1).

435 |CESCR, adopted December 16, 1966, GA Res. 2200A (XXI), UN GAOR (no. 16) at 49, UN Doc. A/6316 (1966), 99 UNTS 3,
entered into force January 3, 1976, signed by the US on October 5, 1977.

436 See |CESCR, article 2(2); CESCR, “General Comment No. 14, The Right to the Highest Attainable Standard of Health,” U.N.
Doc. E/C.12/2000/4 (2000), paras. 12(b), 18 and 19.

437 |bid.

438 CESCR, “General Comment No. 14, The Right to the Highest Attainable Standard of Health,” U.N. Doc. E/C.12/2000/4
(2000), para. 11.
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realization of women’s right to health requires the removal of all barriers interfering with
access to health services, education and information, including in the area of sexual and

reproductive health.”s39

The CEDAW committee has noted that, under article 10(h) of CEDAW, women must have
access to information about contraceptive measures, sexual health education, and family-
planning services in order to make informed decisions.#e In its General Comment No. 22,
the Committee noted that “information accessibility includes the right to seek, receive and
disseminate information and ideas concerning sexual and reproductive health issues.... All
individuals and groups, including adolescents and youth, have the right to evidence-based
information on all aspects of sexual and reproductive health...”4 In particular, it has said
that specific attention is needed to ensure that adolescent girls “have access to accurate

information about their sexual and reproductive health and rights.”s2

In the same vein, the UN Committee on the Rights of the Child (CRC), the expert body that
interprets state obligations under the Convention on the Rights of the Child (another key
human rights treaty the US has signed but not ratified), has called on states to ensure that
children have access to reproductive and sexual education and information, including in
schools.#31n its General Comment No. 20, the CRC urged states to “adopt or integrate a
comprehensive gender-sensitive sexual and reproductive health policy for adolescents,
emphasizing that unequal access by adolescents to such information and services
amounts to discrimination.”444

Right to Equality and Non-discrimination

Core international human rights treaties expressly prohibit discrimination and require the
parties to these conventions to take measures to eradicate all forms of discrimination

against individuals. The federal, state, and local governments in the United States are

439 CESCR, “General Comment No. 14,” para. 21.

440 CEDAW Committee, “General Recommendation no. 21, on equality in marriage and family relations,” HRI/GEN/1/Rev.9
(Vol.ll), para. 22.

441 CESCR, “General Comment No. 22,” para. 18.

442 CEDAW Committee, “Statement of the Committee on the Elimination of Discrimination against Women on sexual and
reproductive health and rights: Beyond 2014 ICPD review.”

443 See, for example, CRC concluding observations on Panama, U.N. Doc. CRC/C/PAN/CO/3-4 (2011), para. 57; Costa Rica,
U.N. Doc. CRC/C/CRI/CO/4 (2011), para 64(f); and Nicaragua, U.N. Doc. CRC/C/NIC/CO/4 (2010), para. 65.

444 CRC, “General Comment No. 20,” para. 64.
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obligated to address all forms of racial discrimination, including disparities in reproductive
health care, such as cervical cancer care. This duty is fundamental to upholding
international human rights law, including the ICCPR and International Convention on the

Elimination of all forms of Racial Discrimination (CERD).445

Under ICERD, the US undertakes to eliminate racial discrimination and guarantee to
everyone, without distinction, the right to public health.4¢ The treaty obligates
governments to address not only intentional racial discrimination but laws, policies, and
practices that result in disparate racial impact—that is, disproportionate negative effects
on particular racial groups.4 It requires governments, when the circumstances warrant, to
take “special and concrete measures” to ensure the development and protection of racial
groups “for the purpose of guaranteeing them the full and equal enjoyment of human

rights and fundamental freedoms.”448

The UN Committee on the Elimination of Racial Discrimination, the international expert
body responsible for monitoring implementation of CERD by its State parties, expressed
concern in 2014 that the United States lacks appropriate mechanisms for implementation
of the treaty at the federal, state and local levels. The Committee noted that “many states
with substantial numbers of racial and ethnic minorities have opted out of the Medicaid
expansion programme ... thus failing to fully address racial disparities in access to
affordable and quality health care.” It went on to specifically highlight the problem of
racial disparities in the field of sexual and reproductive health. “It also reiterates its
previous concern at the persistence of racial disparities in the field of sexual and
reproductive health, particularly with regard to the high maternal and infant mortality rates

among African American communities.” 449

The committee recommended that the US take “concrete measures to ensure that all

individuals, and in particular racial and ethnic minorities who reside in states that have

445 |CCPR, art. 26. International Convention on the Elimination of All Forms of Racial Discrimination (ICERD), adopted
December 21, 1965, GA Res. 2106 (XX), annex, 20 UN GAOR Supp. (No. 14) at 47, UN Doc. A/6014 (1966), 660 UNTS 195,
entered into force January 4, 1969, ratified by the United States on November 20, 1994, art. 5.

446 |CERD, art. 5(e)(iv).
447 |CERD, art. 1(2).
448 |CERD, art. 2(2).

449 Committee on the Elimination of Racial Discrimination, Concluding Observations of on the combined seventh to ninth
periodic reports of the United States, of America Geneva, September 25, 2014, UN Doc. CERD/C/USA/CO 7-9, paras.
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opted out of the ACA ... have effective access to affordable and adequate health-care
services.” The findings in this report show that the US has not successfully fulfilled that

recommendation.

Additionally, CESCR General Comment No. 20 on non-discrimination in economic, social,

and cultural rights, recommended that states parties adopt:

Specific legislation that prohibits discrimination in the field of economic,
social and cultural rights. Such laws should aim at eliminating formal and
substantive discrimination, attribute obligations to public and private
actors and cover the prohibited grounds discussed above. Other laws
should be regularly reviewed and, where necessary, amended in order to
ensure that they do not discriminate or lead to discrimination, whether
formally or substantively, in relation to the exercise and enjoyment of

Covenant rights.4s°

Even though the US is not a party to the ICESCR, it should consider the committee’s views
as a useful and authoritative guide to the policies that governments should pursue in order

to protect and realize the right to health.

450 CESCR, “General Comment No. 20,” para. 37.
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(above) A community health advisor (CHA) does outreach in Lisman, (front cover) Ms. Frances Ford, executive director of Sowing Seeds of
Hope, in her home in August 2018, holding a picture of her mother, who

Alabama on cervical and breast cancer prevention and detection in
August 2018. The CHA program in Alabama was federally funded for over died from cervical cancer after being diagnosed in 1980. Ford is a tireless
advocate for bringing healthcare and a rural hospital to her hometown of

a decade, but activities largely ended in August 2016 dfter the last grant

cycle ended. A skeletal network of CHA continued in 7 of the original 22 Marion in Perry County, Alabama. Sowing Seeds of Hope provides a range

counties with the help of state funds through the Alabama Breast and of community programs, including free school screenings to children, free
blood pressure clinics, quarterly health fairs and offers prescription

Cervical Cancer Early Detection Program. Its networks are at risk of
assistance while also supporting programs to build homes in the county.

collapse without to access funding.
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No one should die from cervical cancer. The disease is preventable, and highly curable when caught early. But women are dying, and
Black women die at higher rates than any other racial or ethnic group in the United States. The problem is acute in Alabama, which leads
the nation in its rate of cervical cancer death. Women in the Alabama Black Belt—a largely rural region known for its primarily African
American population, high rates of poverty and poor physical health—face unique challenges.

It Should Not Happen presents the voices of women, community members, medical providers, and non-governmental organizations,

most of whom live or work in the Alabama Black Belt. Cervical cancer is significantly, but not exclusively, a problem of state neglect of
women living in poverty. Racial inequality, historically embedded in the Alabama health and education systems, has made the situation

worse for many poor women.
An overburdened and patchwork system of the social safety net for health, inconsistent health care coverage, gynecologist shortages,
immense travel burdens, and lack of comprehensive sexual health education make it difficult, if not impossible, to access life-saving
cervical cancer services and information. Recent governmental efforts to further limit health care coverage and reduce funding for effective

reproductive health care programs threaten to exacerbate the problem.
Human Rights Watch calls on federal and state actors to act immediately to improve women’s access to the reproductive health care

services and information to decrease cervical cancer deaths.
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