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Foreword
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When I joined GLMA: Health Professionals Advancing LGBTQ Equality as its executive director in 2010 (then known as the Gay and Lesbian Medical Association), the nation was on the cusp of very profound changes in how it would view and treat lesbian, gay, bisexual, and transgender (LGBT) people. “LGBT American” became part of the common dialogue. Same-sex couples would soon have the freedom to marry in every state, and the White House was lit in rainbow colors. We witnessed heightened awareness and understanding about transgender individuals and the pervasive challenges they face.

This revolution cascaded into all aspects of LGBTQ life, and LGBT health was no exception. Leading health care institutions and associations—including the National Academy of Medicine, Joint Commission, American Medical Association, and American Academy of Nursing, just to name a few—studied and adopted policies addressing the health and well-being of LGBT individuals. Health professional students of all disciplines demanded their schools provide more opportunities to learn about LGBT health. The federal government implemented initiatives ensuring LGBT inclusion in health and human services programs and funding opportunities, research and data collection, and nondiscrimination policies.

As I write this foreword today, however, we live in a dramatically changed political environment. So much of the progress we have experienced in LGBT equality and health has been stymied, and we are seeing formidable attempts to erode the gains we have made, particularly in areas such as nondiscrimination in health care access and coverage and inclusion of LGBT people in national health surveys. Like other civil rights movements, we are encountering an almost inevitable deceleration after a period of significant advances.

Through its nearly 40-year history, GLMA has endured many such peaks and valleys, but our role has remained constant: to engage the scientific expertise of our LGBTQ health professional members—physicians, nurses, advanced practice nurses, physician assistants, behavioral health specialists, dentists, and many others—in education and policy initiatives to improve the health and well-being of LGBTQ people. From the organization’s roots focusing nationally on services and policy for people dying of AIDS to our present-day efforts to help organize mainstream health professional associations in support of policies promoting the health of LGBTQ people, GLMA has been at the forefront of efforts to advance LGBT equality and health equity nationwide.

It is with this history and spirit that GLMA and its members are proud to offer this resource, The GLMA Handbook on LGBT Health. Written by LGBT health care providers who provide care for LGBT patients and clients on a daily basis, the Handbook is purposefully crafted for members of the general public, including LGBT people, to bring the full scope of LGBT health concerns and prevention and treatment options into two volumes in plain, easy-to-grasp language. The Handbook also examines related public policy, political and resource/funding issues, and their impact on the health of LGBT people.

The Handbook covers a broad range of topics important to the health of LGBT people. Volume One begins with an essential grounding in LGBT health by delving into the public policy landscape and public health and research considerations for the LGBT community. You will also find chapters dedicated to preventive health and sexual health as well as to specific populations, including elders, families, youth, and transgender individuals. The intersections of race and sexuality and LGBT health worldwide are also explored. Volume One also probes a topic on the minds of all LGBT people, and that is fundamental to ensuring our health and well-being—finding health care providers who are welcoming of LGBT people. Volume Two looks at specific diseases, conditions, and interventions, including mental health concerns, eating disorders, substance use, cancer, sexually transmitted infections, intimate partner violence, and cardiovascular health.

The Handbook’s exploration of the interrelated connection between LGBT health and policy is imperative to understanding the issues of equality and dignity that the LGBT community continues to face. One cannot fully understand the policy importance of ensuring transgender people have access to basic human services, including bathrooms consistent with their gender identity, without understanding the serious physical and mental health implications of denying such access. Learning about the advances in HIV prevention and treatment is key to the efforts to reform laws that criminalize the transmission of HIV, many of which were adopted in the early days of the AIDS epidemic when so little was known about the virus. The sobering statistics on bisexual people and suicide point to the urgent need for client-centered services for this overlooked and extremely marginalized population within the LGBT community (Pompili, et al., 2014).

Equipped with this knowledge, LGBT people can be empowered in their interactions with health care providers, and everyone can be an advocate for LGBT health and equality. The Handbook shows that you do not need a medical, nursing, or other specialized degree to be an agent for change—just a willingness to learn and a commitment to put knowledge into action.

I would like to take this opportunity to express my deep appreciation to the editors—GLMA past president Jason Schneider, past board member Laura Erickson-Schroth, and member and former coeditor of the Journal of the Gay and Lesbian Medical Association Vincent Silenzio—for their tireless efforts on this publication. And my sincerest thank-you to the many GLMA members and supporters who volunteered to share their expertise as contributors to the Handbook. Your passion and dedication to your work is an inspiration to me and the entire LGBT health community.

I would also like to take a moment to honor the memory of Judy Bradford, a pioneer in LGBT health, whom we lost in 2017. She was the original author of this foreword. Judy’s spirit permeates the chapters in the Handbook, and there is not one subject covered here that does not owe some gratitude to Judy’s impressive body of work. Her optimism and vision as an LGBT health leader laid the groundwork for all that we have accomplished and will accomplish in the years ahead.

Like so many GLMA members through the years, Judy dedicated her professional life to improving the health and well-being of the LGBT community. She envisioned a world where the health needs of the LGBT community are fully integrated into policy discussions, training and education of health care professionals, research efforts, and, of course, in provider interactions with LGBT patients and clients.

The GLMA Handbook on LGBT Health is firmly behind this vision, offering central building blocks of information that lead us there. The Handbook is geared to action, so whether you are a part of the LGBTQ community or an ally, I hope you will join GLMA members and all supporters of LGBT health equity to do your part to support education, training, and policies to ensure that LGBT people receive the clinically and culturally competent care we need and deserve. Our health depends on it.

Hector Vargas, JD, Executive Director

GLMA: Health Professionals Advancing LGBTQ Equality
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The editors would like to particularly recognize the esteemed group of experts and scholars who gathered to complete this endeavor. Without the tireless dedication and patience of our contributors, the GLMA Handbook would not have come to fruition. Anna Artymowicz and Shea Nagle, both students at the University of Rochester School of Medicine and Dentistry, deserve special recognition for their heroic editorial assistance with several chapters. Finally, we owe significant thanks to Debbie Carvalko from ABC-CLIO for supporting this project throughout its extended timeline. Without her dedication and behind-the-scenes support, this publication would never have happened.

The chapters herein reflect the collective contributions of generations of health care professionals, scientists, public health researchers, advocates, and community members dedicated to the betterment of LGBTQ people everywhere. We stand on their shoulders.

For Judy


1

The Politics of LGBT Health
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Kellan E. Baker

Medicine is a social science, and politics is nothing else but medicine on a large scale. Medicine as a social science, as the science of human beings, has the obligation to point out problems and to attempt their theoretical solution; the politician, the practical anthropologist, must find the means for their actual solution.

—Dr. Rudolf Virchow (quoted in Friedlander, n.d.)

Policy is about visions, strategies, and decisions: it is a vehicle to turn knowledge into action and solutions. As the National Academy of Medicine asserts in each of its reports, “Knowing is not enough; we must apply. Willing is not enough; we must do.” This transformation of ideas into activity is what gives policy its power to affect the characteristics and daily functioning of societies, communities, and individual people.

Policy operates at a number of different levels, from international treaties to protocols within a single organization. Important actors in American health policy include the federal executive branch of government, Congress, and the judiciary; state and territorial legislatures and gubernatorial administrations; tribal governments; municipal, county, and other local government systems; international entities such as the World Health Organization (WHO); and stakeholders such as hospitals, insurance companies, health care providers, advocates, and patients. This chapter focuses on health policy as it is developed and exercised by the federal government, particularly the U.S. Department of Health and Human Services (HHS), with regard to lesbian, gay, bisexual, and transgender (LGBT) populations.*

Because policy necessarily involves human agency, this chapter is also about the LGBT people and allies who have grappled with state power and its expression in policy—sometimes as subjects, frequently in resistance, and, increasingly, with the goal of harnessing policy’s utility as a tool for creating change that benefits LGBT communities.

A SHORT HISTORY OF EARLY LGBT HEALTH ACTIVISM

Historically in the United States, policy was practiced upon LGBT people by a government that pathologized LGBT identities and criminalized LGBT lives. From the country’s founding until 1961, same-sex sexual behavior was a felony in every state, and such prohibitions persisted in 14 states and Puerto Rico until the 2003 Supreme Court ruling in Lawrence v. Texas invalidated the anti-sodomy statutes that had long been used to persecute sexual minorities. Beyond sexual behavior, as concepts of sexual orientation identity took clearer shape in the mid-20th century, homosexuality was included as a “sociopathic personality disturbance” in the first Diagnostic and Statistical Manual of Mental Disorders (DSM) (American Psychiatric Association, 1952). For most of the last century, the federal government classified sexual minority people as national security risks and prohibited them from federal employment (Lewis, 1997).

Much of the hostility directed at lesbian, gay, and bisexual people has its roots in social sanctions against the transgression of established gender norms (Kimmel, 1996). These norms outline expected behavior for men and women in every aspect of their lives, from the toys they play with as children to the clothing they wear, the jobs they hold, and the intimate relationships they form with others—and they gave rise to laws such as prohibitions on marriage between two people of the same sex.

The consequences of rigid gender norms are also clear in the experiences of transgender people. Over the last 30 years, the term “transgender” has emerged as an umbrella term for people whose gender identity, which is each person’s deeply held internal identity as a man, a woman, or another gender, is different from the sex the person was assigned at birth (National Center for Transgender Equality, 2016b). Like lesbian, gay, and bisexual people, transgender people in the United States have long been subjected to discriminatory policies such as laws prohibiting “cross-dressing,” forced institutionalization, and harmful “reparative” therapy that pathologizes gender variance and nonheterosexual sexual orientation (Meyerowitz, 2004). Many transgender people also need access to gender-affirming legal and medical procedures, meaning that transgender identities are heavily policed and dependent on aspects of policy such as state identity document laws and how health insurance companies interpret the diagnosis of gender dysphoria that remains in the DSM (National Center for Transgender Equality, 2016a).1

Whether through community organizing, political lobbying, or simply living their lives on their own terms, LGBT people have always found ways of resisting state-sanctioned mistreatment and policies that sought to exclude them from American society. In the 1960s and 1970s, these efforts became increasingly visible on the national policy scene. Activists such as Barbara Gittings and Frank Kameny, who filed the first civil rights claim based on sexual orientation in 1961 after he was expelled from federal employment for being gay, organized pickets to draw attention to discrimination against gay men and lesbians (Hunter, 2000). Crusaders such as Pauli Murray and Bayard Rustin were prominent in the movements for African American civil rights and women’s liberation (Leighton, 2013), and activists such as the transgender rights pioneer Sylvia Rivera lived and organized at the intersections of race, gender, and LGBT rights (Sylvia Rivera Law Project, 2016).

A few years after the Compton’s Cafeteria and Stonewall Riots that sparked the popular LGBT rights movement in the late 1960s, women’s rights advocate Representative Bella Abzug and Representative Ed Koch introduced the Equality Act of 1974 (H.R. 14752), which was the first national legislative effort to prohibit discrimination on the basis of sexual orientation (Leclair, 2008). Though the bill did not pass, throughout the 1970s the goal of using the power of the political process to improve the circumstances of LGBT people’s lives found numerous expressions in state- and local-level nondiscrimination campaigns, the founding of national advocacy organizations such as the National Gay Task Force (now the National LGBTQ Task Force) and the Human Rights Campaign Fund (now the Human Rights Campaign), and nationwide LGBT health organizing and advocacy (Myers, 2013).

An early milestone in LGBT health advocacy came in 1973, when activists secured the policy reversal that helped humanize sexual minorities in the popular imagination by removing homosexuality from the DSM (Minton, 2002). In 1975, a wave of gay and lesbian affiliates of major health professional associations such as the American Nurses Association and the American Public Health Association began to appear, and the first national conference on gay health was convened in 1978 by the National Gay Health Coalition (NGHC), an entity that sought to bring together practitioners from various health-related disciplines working on sexual minority health issues (Mail & Lear, 2006). From this coalition came the National Gay Health Education Foundation, which was incorporated in 1980 and later operated as the National Lesbian and Gay Health Association until 1998. Another major sexual minority health professional organization, the American Association of Physicians for Human Rights, was founded in 1981 and became the Gay and Lesbian Medical Association in 1994. The organization is now known as GLMA: Health Professionals Advancing LGBT Equality.

In 1979, as part of the activities surrounding the first National March on Washington for Lesbian and Gay Rights, the NGHC organized the first formal dialogue between LGB health advocates and a sitting U.S. surgeon general (Mail & Lear, 2006). Policy proposals from this meeting included training for health care providers in the particular needs of sexual minority patients, research into specific health issues affecting sexual minority populations, and federal financial support for the community health clinics that had been founded in the 1970s in cities from Boston and Baltimore to Houston, Los Angeles, and San Francisco to provide LGBT culturally competent health care services. Clinics offering gender-affirming medical care for transgender people were also established in the 1960s and 1970s at the Johns Hopkins University and other major medical centers across the country, many with the support of transgender philanthropist Reed Erickson through the LGBT health-oriented Erickson Educational Foundation (Devor & Matte, 2007).

These early developments in LGBT health activism hint at the importance of health as a powerful tool for shaping and advancing a civil and human rights agenda. According to the World Health Organization, the enjoyment of the highest attainable standard of health is one of the fundamental rights of every human being (WHO, 1948). As Ronald Green argues, health is a primary good that is fundamentally and universally important to human well-being and capacity to enjoy other rights, such as the right to live, study, and work with safety and dignity and the right to form and protect a family (Green, 1976). Moreover, the power of health as a tool for human rights advocacy is distilled from the enormous body of evidence visible in the 20th century alone that human rights violations hurt people, make them sick, and often kill them. The lens of health thus has a unique ability to focus attention on the serious and far-reaching human consequences of a lack of respect for rights and dignity.

The rise of the HIV epidemic in the 1980s brought the connection between health and human rights for LGBT people into stark relief. Throughout the decade, as AIDS decimated LGBT communities and killed thousands of gay and bisexual men, the reaction from the federal government was silence (Shilts, 1987). Faced with official indifference, a coalition of activists founded the AIDS Coalition to Unleash Power, or ACT UP, in 1987. ACT UP quickly became associated with the Silence = Death Project, which declared, “Silence about the oppression and annihilation of gay people . . . must be broken as a matter of our survival” (Crimp & Rolston, 1990).

Throughout the remainder of the 1980s and into the 1990s, ACT UP employed a range of advocacy tactics to shatter that silence. These tactics included both “outsider” and “insider” activism: in addition to direct street action against relevant agencies within the U.S. Department of Health and Human Services (HHS), including the National Institutes of Health, the Food and Drug Administration, and the Centers for Disease Control and Prevention (CDC), some activists developed detailed knowledge of the workings of federal health policy and began to approach the issue of a national response to HIV from the perspective of policy advocacy (Crimp & Rolston, 1990).

POLICY PARADIGMS IN LGBT HEALTH

In order for social movements to advance via policy advocacy, advocates and policy makers must be able to employ a common language to define the terms and goals of the discussion. Peter Hall describes these shared cognitive frameworks as “policy paradigms.” As he explains,

Policymakers customarily work within a framework of ideas and standards that specifies not only the goals of policy and the kinds of instruments that can be used to attain them, but also the very nature of the problems they are meant to be addressing. . . . Policymaking in virtually all fields takes place within the context of a particular set of ideas that recognize some social interests as more legitimate than others and privilege some lines of policy over others. (Hall, 1993)

In other words, LGBT health policy advocacy is made possible by specific concepts that both facilitate the description of health issues affecting LGBT populations and provide the vocabulary necessary to engage with policy makers in casting these issues as legitimate objects of government concern.

Over the last 30 years, two major policy paradigms have formed the backdrop for LGBT health advocacy. The first, which arose in the 1980s, is characterized by a focus on health disparities. The second, which is related to disparities but which has played a significant role in U.S. health policy making only since roughly 2010, has been termed the “Health in All Policies” paradigm.

 

The Disparities Paradigm

The dominant paradigm within which federal LGBT health policy advocacy took shape in the 1980s was growing political attention to health disparities, meaning observable population-wide patterns in which the health of some groups of people lags behind that of other groups. In his analysis of government-oriented LGBT health advocacy, Steven Epstein describes the manifestation of the disparities policy paradigm in biomedical research as “inclusion-and-difference” (Epstein, 1996). In his account, the salient feature of this paradigm is the argument made to the National Institutes of Health (NIH) that federally supported biomedical research agendas should include specific population groups that experience disparities—such as LGBT populations—in order to describe the differences between these groups that warrant population-specific research.

In relation to policy, research is not an end in itself. As Vanessa Gamble and Deborah Stone note, social issues do not become matters of political concern just because research, even government-funded research, shows they exist. After research reveals problems, they write,

Problems . . . must be converted into political issues by leaders (grassroots, community, political, religious, and intellectual). Then they must be defined in a way that government can do something about them with the kind of tools it has at hand (legislation, regulation, taxation, financing, public education). Only then does a problem begin to make its way through the political process as something to which government develops a specific policy response. (Gamble & Stone, 2006)

Thus, the means by which the disparities paradigm came to include LGBT populations are rooted in the history of the federal response to health disparities both in research at NIH and in policy across HHS. Beginning in the 1980s, the push to address health disparities via federal policy focused first on disparities related to race and ethnicity. Over the next 30 years, the disparities paradigm in federal health policy making gradually expanded to encompass other disparity factors as well, including sexual orientation and gender identity.

In 1979, the Department of Health, Education, and Welfare (DHEW)2 released its first national public health agenda, Healthy People: The Surgeon General’s Report on Health Promotion and Disease Prevention, which trumpeted the fact that the United States underwent an epidemiologic shift in the 20th century that saw dramatic drops in the incidence of infectious disease and substantial accompanying gains in life expectancy (U.S. Surgeon General, 1979). What the report mentioned only in passing, however, was that these gains were not evenly distributed across the U.S. population: specific population groups, particularly African Americans, experienced persistent disparities in disease incidence, health outcomes, and longevity.

It is important to note that not all health differences are disparities. The fields of medicine and public health have long recognized that human beings vary as widely in health as they do in every other attribute, and numerous factors give rise to health differences between people and, in the aggregate, among population groups. Margaret Whitehead offers the example of the role of human aging in the greater incidence of coronary heart disease in adults who are 70 years old versus those aged 20 (Whitehead, 1992); another example is the higher likelihood that HIV transmission occurs from an insertive to receptive sexual partner rather than vice versa (Jin et al., 2009). These differences are not health disparities. Rather, the concept of “disparities” invokes health differences that are unjustifiable, avoidable, and remediable by policy intervention.

As research documenting racial and ethnic health disparities mounted, political and public pressure for a government response grew (Gamble & Stone, 2006). In 1985, Secretary of Health and Human Services Margaret Heckler formally placed these disparities on the federal government’s policy agenda by convening the Task Force on Black and Minority Health and, shortly thereafter, by establishing the Office of Minority Health within HHS (Heckler, 1985). By the time HHS published the second Healthy People report in 1990, reducing disparities had become one of the federal government’s three overarching health goals (HHS, 1990). A wave of policy activity related to racial and ethnic disparities followed in the 1990s, including the establishment of the Office of Minority Health and Research at NIH, increased federally supported data collection around race and ethnicity, and the creation of specific federal programs dedicated to developing effective strategies for addressing racial and ethnic disparities (Gamble & Stone, 2006).

The early years of official federal recognition of racial and ethnic health disparities also saw increasing policy action around disparities affecting women. In 1985, HHS convened a Task Force on Women’s Health Issues and charged it with looking at, in language mirroring the discussions around racial and ethnic disparities, “areas where the circumstances for women are unique, the noted condition is more prevalent, the interventions are different for women than for men, or the health risks are greater for women than for men” (HHS, 1985).

A central finding of the report was that breast cancer was the leading cause of death among women ages 35 to 54. In the 1970s, advocacy around breast cancer was still focused on dispelling the stigma attached to a disease that was considered “unspeakable” in polite company (Osuch et al., 2012). But by the 1980s, activists such as the black lesbian writer Audre Lorde had begun to rage against public censorship of the identity, image, and sexuality of women with breast cancer (Lorde, 1980), foreshadowing the fight against official erasure of the experiences of gay and bisexual men with AIDS. Throughout the 1980s, breast cancer advocates became increasingly vocal and visible and helped drive developments in a broader federal policy agenda around women’s health, such as the establishment of the NIH Office of Research on Women’s Health in 1990, the creation of the HHS Office of Women’s Health in 1991, and provisions in the 1993 NIH Revitalization Act requiring all NIH-funded clinical research studies to include women and racial and ethnic minority groups.3

By the end of the 1990s, the relevance of the disparities paradigm for addressing LGBT health concerns through federally supported research and policy was clear. As Epstein describes, for instance, researchers investigating disparities among diverse populations of women—including lesbians—worked with HHS to generate the momentum that resulted in the 1999 Institute of Medicine report Lesbian Health: Current Assessment and Directions for the Future (Epstein, 1996; Institute of Medicine Committee on Lesbian Health Research Priorities, 1999). This report, which was funded by the NIH Office of Research on Women’s Health with contributions from the Office of Women’s Health at the Centers for Disease Control and Prevention, was the first major federally funded policy publication to specifically focus on any aspect of LGBT health aside from HIV/AIDS among men who have sex with men.

In 2000, the third iteration of the federal government’s nationwide once-a-decade public health agenda, Healthy People 2010, called for the elimination of health disparities and included, for the first time, sexual orientation (though not gender identity) as a disparity factor (HHS, 2000). This important step came about after concerted advocacy by LGBT community organizations, which reacted strongly when almost all references to sexual orientation were deleted from an initial draft. Ultimately, sexual orientation was included as a factor in the data tables for 29 of the 467 objectives, though these data were ultimately unavailable for any objective because none of the federally supported surveys used to establish benchmarks and measure progress for the Healthy People plans reliably asked questions about sexual orientation (Epstein, 2007).

The inclusion of sexual orientation in Healthy People 2010 was followed by publications from several HHS divisions that reflected the growing status of sexual orientation and gender identity as “legitimate” disparity factors in federal health policy and research. In 2001, for instance, the Substance Abuse and Mental Health Services Administration developed the first federal publication that addressed the full spectrum of LGBT identities, and the Health Resources and Services Administration (HRSA) contributed funds toward the Healthy People 2010 Companion Document for Lesbian, Gay, Bisexual, and Transgender Health, which was a quasi-official accompanying volume for the federal Healthy People plan. Also in 2001, NIH released its first program announcement soliciting proposals for research specifically on “lesbian, gay, bisexual, transgendered [sic], and related populations” (NIH, 2001).

The most substantial evidence of the evolution of the federal disparities policy paradigm to include LGBT health was the HHS Strategic Plan on Addressing Health Disparities Related to Sexual Orientation (HHS, 2001). This plan, which was compiled by a committee composed of representatives from across the agency, first makes its case for both scientific and political legitimacy by laying out a roll call of documented disparities affecting LGBT populations, including HIV/AIDS among gay and bisexual men and breast cancer among lesbians and bisexual women, as well as issues such as mental health and substance use concerns, gaps in access to insurance and health care, and exposure to violence. It then recommends a range of interventions that adopts almost every existing marker of progress in the 20-year-old federal health disparities agenda, including development of a broad LGBT population-oriented research agenda at NIH, initiation of nationwide population-level data collection related to sexual orientation and gender identity, and establishment of a dedicated Office of LGBT Health at HHS to create and manage specific programs across the department to address LGBT disparities.

Unfortunately, this comprehensive federal plan to address LGBT health disparities was suppressed by the incoming George W. Bush administration and never publicly released. Under the Bush administration, federal LGBT health policy struggled through a period of faltering political commitment to addressing LGBT health disparities, rollbacks of sexual orientation and gender identity data collection, and purges of LGBT content from NIH research agendas (Scout, 2013). While political attention to some health disparities continued in various forms, it would be almost a decade before LGBT health issues visibly returned to the national policy scene.

 

The Health in All Policies Paradigm: Social Determinants and Health Equity

The appearance of health disparities on the U.S. federal policy agenda in the 1980s generated interest not only in documenting and quantifying these disparities but also in clarifying their underlying causes. From a scientific perspective, this interest was not new. Throughout the 19th and 20th centuries, debate raged about whether biology (i.e., genetics) or social, political, and economic environments weigh heavier on the scales of individual and population health.4 For its part, the Reagan administration framed ill health and disparities among black Americans and other racial and ethnic minority groups almost exclusively as the result of poor individual “life-style choices” (Krieger & Bassett, 1986). This mantra of “personal responsibility” left little room for large-scale socioeconomic forces: in the 1985 report from the HHS Task Force on Minority Health, for instance, even the section on “social characteristics” of communities of color focuses on individual behaviors such as “acculturation” to white-dominated society, personal eating habits, and coping strategies for dealing with stress, while eliding any discussion of what the stressors themselves may be (Heckler, 1985). In fact, the word “racism” is almost completely absent from the report’s eight volumes.

As a growing body of research demonstrated over the next 20 years, however, the answer is not so simple. While personal choices such as smoking, sexual behavior, and seeking appropriate medical care have significant effects on health, these choices are themselves strong functions of the social, economic, and political conditions that shape the range of options to which people have access throughout their lives (Krieger 1994, 1999, 2001; Whitehead, 1992). These conditions—collectively referred to as the social determinants of health—are dynamic manifestations of the systems that distribute resources, protection, and power across society, and they mediate exposure to physical and mental health hazards such as economic deprivation, discrimination, violence, unhealthy environments, and inadequate medical care (Wilkinson & Marmot, 2003; WHO Commission on Social Determinants of Health, 2008). As a consequence, health disparities reflect the literal human embodiment of inequality in the daily conditions in which people grow up, form families, work, age, and die (WHO, 2011). Consideration of the social determinants of health introduces a moral and ethical dimension, frequently termed “health equity,” into discussions of disparities and illuminates that health disparities are not only avoidable and unjustifiable—they are unjust (Braveman et al., 2011).

The trajectory of the HIV/AIDS epidemic in the United States exemplifies the evolving understanding that broad social, political, and economic forces underlie disparities far more than biological factors or individual choices can be said to do. Before a national understanding of health disparities was well established, pundits and politicians in the early 1980s dismissed HIV as “gay-related immune deficiency” or “the gay plague” and implied that AIDS was punishment for insufficient personal responsibility among gay men for their own health (Clews, 2014). As HIV spread through the U.S. population, however, it became an infectious biomarker tracking the fault lines of what Paul Farmer calls “structural violence,” meaning the inequity and discrimination that systematically marginalize people on the basis of factors such as sexual orientation, race, or gender and obstruct their ability to be healthy by depriving them of social and economic support, legal protections, and representation in political power structures (Farmer, 1999). In other words, health disparities such as differing rates of HIV illuminate the mechanisms by which societies decide whose lives matter.

HIV also demonstrates how social determinants bleed across identity boundaries and create particularly complex disparities for people who live at the intersections of multiple marginalized identities. Kimberlé Crenshaw coined the term “intersectionality” to describe how politically charged categories of difference such as race and sex intersect to produce discrimination and disparities greater than just the sum of racism and sexism (Crenshaw, 1989).5 An intersectional perspective thus helps explain how racism and other social determinants affecting the distribution of power and privilege in society exacerbate disparities associated with sexual orientation and gender identity. More than 30 years of the HIV epidemic underscore the reality of the intersecting oppressions that give rise to health inequities: the only segment of the U.S. population in which documented new HIV infections continue to rise is among gay and bisexual men and other men who have sex with men, particularly young African Americans and Latinos (Centers for Disease Control and Prevention, 2015). Emerging evidence also indicates that black and Latina transgender women, who live at the intersections of racism, transphobia, and sexism, frequently experience severe unemployment, poverty, violence, and alienation from the health system, and may have the highest HIV prevalence of any population in the world (Baral et al., 2013; Poteat, 2015).

Because the roots of many social, political, and economic factors that give rise to health disparities lie outside the health system itself, addressing social determinants requires an integrated policy response from multiple sectors, including the economy, the environment, transportation, agriculture, immigration, and criminal justice. The term “Health in All Policies” has come into use to describe a policy paradigm that views optimizing the social determinants of health in order to promote well-being for all people as a fundamental building block of a thriving society and the shared responsibility of policy makers across all parts of government (Ståhl, Wismar, Ollila, Lahtinen, & Leppo, 2006). As the World Health Organization defines the term:

Health in All Policies is an approach to public policies across sectors that systematically takes into account the health implications of decisions, seeks synergies, and avoids harmful health impacts in order to improve population health and health equity. Health in All Policies is founded on health-related rights and obligations and contributes to strengthening the accountability of policymakers for health impacts at all levels of policymaking. It improves accountability of policymakers for health impacts at all levels of policymaking. It emphasizes the consequences of public policies on health systems, determinants of health, and well-being. (WHO, 2013)

The Health in All Policies paradigm began to enter American health policy around 2010 as it became clear that the magnitude of health disparities had remained largely unchanged in the United States even after 30 years of efforts to reduce them (Braveman et al., 2010; Satcher, 2010; CDC, 2011; Institute of Medicine, 2013). This paradigm and its core principle of health equity underscore the imperative for LGBT health policy advocates to broadly fight for human rights and social justice, not simply to secure a place for the LGBT population on a list of groups experiencing disparities while leaving unchallenged the dynamics that fostered these disparities in the first place. As Paula Braveman et al. write succinctly, “Health equity is social justice in health” (Braveman et al., 2011).

The decennial Healthy People plans provide an example of the paradigm shift that has moved U.S. health policy from an ahistorical concept of disparities as the result of individual choices and “lifestyle factors” to more nuanced explorations of the role of systematic current and historical inequities.

In 2000, Healthy People 2010 defined health disparities neutrally as “differences that occur by gender, race or ethnicity, education or income, disability, living in rural localities, or sexual orientation” (HHS, 2000). While the text does foreshadow concepts of equity and health in all policies, it emphasizes that one of “the greatest opportunities for reducing health disparities [is] empowering individuals to make informed health care decisions” returning to the idea that poor choices by members of disadvantaged communities lie at the root of health disparities.

Ten years later, Healthy People 2020 defined a disparity very differently—as:

. . . a particular kind of health difference that is closely linked with social, economic, and/or environmental disadvantage. Health disparities adversely affect groups of people who have systematically experienced greater obstacles to health based on their racial or ethnic group; religion; socioeconomic status; gender; age; mental health; cognitive, sensory, or physical disability; sexual orientation or gender identity; geographic location; or other characteristics historically linked to discrimination or exclusion (emphasis added). (HHS, 2010)

This iteration of Healthy People is also the first to devote an entire topic area to LGBT health, which places LGBT health disparities in the context of the discrimination and oppression that LGBT people experience on the basis of their sexual orientation and gender identity. Much remains to be done to expose the role that societal prejudice and discriminatory public policies have played in perpetuating these disparities and to shift the focus from chronicling disadvantages to fostering resilience. The equity lens of the LGBT health topic area in Healthy People 2020 is an important step toward health policies that move beyond offering minor fixes for discrete disparities to diagnosing and addressing the diseases of inequity and injustice in society at large.

AN OVERVIEW OF FEDERAL LGBT HEALTH POLICY BETWEEN 2009 AND 2016

The period between 2009 and 2016 was a particularly momentous time for federal policy related to LGBT health disparities and health equity. This section provides an overview of significant federal policy actions during this period that concern LGBT population health, including sexual orientation and gender identity data collection, the Affordable Care Act and other legislation, and policies and programs across the federal Department of Health and Human Services.

 

Data Collection about LGBT Population Health

Data are fundamental to health policy, especially with regard to health disparities. It is impossible to craft effective policies to promote health equity without evidence about the scope and impact of disparities. Key opportunities for gathering data about LGBT population health fall into at least four broad categories: research, survey data, administrative data, and medical records.

 

Research

Federally supported research was slow to take an interest in LGBT population health. A 2014 analysis showed that only one half of 1 percent of studies funded by NIH between 1989 and 2011 concern the LGBT population, and when studies focusing on HIV/AIDS and other sexual health concerns are excluded, the number drops to 0.1 percent of NIH-funded studies during these two decades (Coulter, Kenst, Bowen, & Scout, 2014).

In 2009, however, shortly after the beginning of the Obama administration, NIH requested that the Institute of Medicine (now the National Academy of Medicine) convene a study committee to comprehensively assess existing research in LGBT health and to document gaps and opportunities. The resulting report, The Health of Lesbian, Gay, Bisexual, and Transgender People: Building a Foundation for Better Understanding, invokes four conceptual frameworks—intersectionality, the life course, social ecology, and minority stress—to describe LGBT health disparities and offer recommendations for addressing them (Institute of Medicine Committee on LGBT Health Issues and Research Gaps and Opportunities, 2011).
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INSTITUTE OF MEDICINE REPORT RECOMMENDATIONS

            1.   NIH should implement a research agenda designed to advance knowledge and understanding of LGBT health.

            2.   Data on sexual orientation and gender identity should be collected in federally funded surveys administered by HHS and in other relevant federally funded surveys.

            3.   Data on sexual orientation and gender identity should be collected in electronic health records.

            4.   NIH should support the development and standardization of sexual orientation and gender identity measures.

            5.   NIH should support methodological research that relates to LGBT health.

            6.   A comprehensive research training approach should be created to strengthen LGBT health research at NIH.

            7.   NIH should encourage grant applicants to address explicitly the inclusion or exclusion of sexual and gender minorities in their samples.






In response to the report, NIH created an LGBT Research Coordinating Committee and later formally established a Sexual and Gender Minority Research Office (NIH Sexual and Gender Minority Research Coordinating Committee, 2015). The office’s strategic plan outlines SGM health research priorities that include interactions between health risks and protective factors in groups such as older adults, youth, and communities of color; stigma and minority stress; resilience; depression and other mental health concerns; behavioral health and substance use; cancer; sexually transmitted infections; transgender health; and intersex conditions. In 2016, the Director of the National Institute for Minority Health and Health Disparities (NIMHD) cemented the application of the health disparities framework to SGM population health by formally designating the SGM population a health disparity population for research purposes (Pérez-Stable, 2016). This designation gives SGM population research a formal home within NIMHD and provides a rationale for NIH-funded disparities researchers to include a focus on SGM populations in their work.

 

Survey Data

According to estimates from the nationwide Gallup poll, in 2017 there were at least 10 million LGBT-identified people in the United States (Gates, 2017). Despite the size of this population, data collection on sexual orientation and gender identity by the federal statistical agencies has historically been sparse. Throughout the 1990s and 2000s, only a handful of federally supported surveys asked questions about any aspect of LGBT identity or experience, and these efforts skewed heavily toward sexual behavior, and occasionally, personal identification as gay, lesbian, or bisexual, at the expense of more comprehensive and transgender-inclusive approaches (Sell, n.d.). With regard to same-sex relationships, even as states across the country began to extend legal relationship recognition such as civil unions, domestic partnerships, and eventually marriage to same-sex couples, the U.S. Census did not count same-sex couples until 2010 (Kreider, Bates, & Mayol-Garcia, 2017).
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SOME DATA ELEMENTS RELEVANT TO LGBT POPULATION HEALTH

            •    Gender expression

            •    Gender identity

            •    Gender pronoun

            •    Preferred name

            •    Relationship status

            •    Sex assigned at birth

            •    Sexual attraction

            •    Sexual behavior

            •    Sexual orientation identity

            •    Transgender status






At the urging of LGBT health advocates who viewed data collection as a key priority, in 2011 the HHS Office of Minority Health released its first-ever “LGBT Data Progression Plan” to guide the addition of sexual orientation and gender identity questions to the agency’s surveys (U.S. Office of Minority Health, 2011). The first step in this plan was the addition of a sexual orientation question to the agency’s flagship health and demographic survey, the National Health Interview Survey (Division of Health Interview Statistics, 2014). CDC subsequently approved a sexual orientation and gender identity question module for states to use on their Behavioral Risk Factor Surveillance System questionnaires and added sexual orientation and sexual behavior questions to the core of the Youth Risk Behavior Survey (Baker & Hughes, 2016). Several other federal surveys, such as the National Survey of Drug Use and Health at HHS and the National Crime Victimization Survey at the Department of Justice, also began to include sexual orientation and gender identity measures during the Obama administration, and the Department of Labor began to test measures for use on the Current Population Survey.

In 2015, the Office of Management and Budget (OMB), the federal executive branch office that approves all agency data collection activities, convened the Federal Interagency Working Group on Improving Measurement of Sexual Orientation and Gender Identity to coordinate advances in collecting these data across the federal agencies. This working group, which was patterned after the OMB Interagency Working Group on Measuring Relationships in Federal Household Surveys that worked on the same-sex relationship questions on the 2010 Census, produced three reports summarizing existing practices and future recommendations for the use of sexual orientation and gender identity questions on federal surveys (Federal Interagency Working Group, 2016).

Changes to federal survey data collection on LGBT populations were an early indication that the Trump administration was not likely to continue the Obama administration’s approach to LGBT health. In March 2017, for instance, the HHS Administration for Community Living announced that the National Survey of Older Americans Act Participants would be discontinuing the use of a question on sexual orientation (Centers for Medicare and Medicaid Services, n.d.; Morabia, 2017). In response to public outcry, the question was retained, but a previous proposal to expand the survey’s approach to gender identity data was dropped. Around the same time, the administration also attracted criticism for deleting references to the proposed addition of sexual orientation and gender identity questions to the American Community Survey, the annual survey that took the place of the long-form Census questionnaire. Critics charged that the Census Bureau was responding to political pressure from the administration in rolling back this proposal, which had been formulated in response to federal agency interest in these data under the Obama administration (Wang, 2017).

 

Administrative Data

Administrative data are collected by programs, such as those funded by the federal government or state departments of health, to characterize the populations they serve. These data can also help monitor the effectiveness of nondiscrimination protections and cultural competency guidelines that include LGBT populations. Several administrative data systems at HHS, such as the Ryan White Program (Health Resources and Services Administration, 2014) and substance use prevention and treatment programs funded by the Substance Abuse and Mental Health Services Administration (Office of Applied Studies, 2010), collect some LGBT data. In 2016, the Health Resources and Services Administration added sexual orientation and gender identity data collection to the Uniform Data System, which all federally qualified health centers must use to report key demographic characteristics of the patient populations they serve (HRSA, 2016). The Trump administration, however, in 2017 reversed this trend by canceling the planned addition of sexual orientation and gender identity questions to the Annual Program Performance Report for Centers for Independent Living, an HHS-funded program that serves people with disabilities (Singh, Durso, & Tax, 2017).

Insurance claims are another important form of administrative data. In 2015, researchers in the Office of Minority Health at the Centers for Medicare and Medicaid Services (CMS) announced that they had successfully adapted an algorithm originally developed by the Veterans Administration to identify several thousand transgender people in Medicare claims data (Proctor, Haffer, Ewald, Hodge, & James, 2016). CMS used these data to explore the health and demographic profiles of transgender Medicare beneficiaries, which differ substantially from those of the cisgender Medicare population (Dragon, Guerino, Ewald, & Laffan, 2017). In particular, transgender Medicare beneficiaries are younger, more likely to be African American, and more likely to have a chronic condition such as depression, HIV, or chronic obstructive pulmonary disease.

 

Medical Records

Medical records are a major potential source for data on the health of LGBT populations. At the federal level, electronic health records (EHRs) were the focus of a major multistage initiative, the Incentive Program for the Meaningful Use of Electronic Health Records (known as “Meaningful Use”), which was launched under the HITECH Act in 2009 and overseen by CMS and the HHS Office of the National Coordinator for Health Information Technology (ONC). In 2015, CMS and ONC released final regulations governing Stage 3 of the Meaningful Use program that required all certified EHR systems to allow users to record, change, and access structured data on sexual orientation and gender identity (Office of the Secretary of HHS, 2015). The regulations note that this requirement will “help those within the patient’s care team to have more information on the patient that can aid in identifying interventions and treatments most helpful to the particular patient,” citing the example of a transgender man—a person who was assigned female at birth and identifies as male—who should be offered a cervical exam if he still retains a cervix (CMS, 2015). This aspect of the Meaningful Use program was continued under the Medicare Access and CHIP Reauthorization Act of 2015 (MACRA), which consolidated several physician incentive programs.

 

Legislative Approaches to LGBT Health

Many congressional efforts to address LGBT health disparities also historically centered on data collection. Then-representative Tammy Baldwin (D-WI), who was the first openly gay person to be elected to Congress, was a key champion of early efforts to push HHS to dedicate resources to sexual orientation and gender identity data collection. In 2009, Representative Baldwin introduced the Ending LGBT Health Disparities Act (ELHDA), an omnibus LGBT health bill that promoted LGBT research and data collection alongside priorities such as the routine incorporation of LGBT cultural competency in programs across HHS; the establishment of LGBT-inclusive nondiscrimination policies in federal health programs such as Medicaid, Medicare, the Federal Employees Health Benefits Program, and health services provided by the Veterans Administration; and the creation of an Office of LGBT Health within the HHS Office of Minority Health.

ELHDA was never enacted, but it represents a pivotal moment in congressional interest in combatting LGBT health disparities. Prior to ELHDA, no federal legislation had proposed to specifically address LGBT health disparities. Subsequently, however, legislation such as the Health Equity and Accountability Act (HEAA)—the comprehensive racial and ethnic minority health equity bill led by the Congressional Tri-Caucus6—began to consistently call for the routine collection of sexual orientation and gender identity data to help better understand and address LGBT health disparities. This evolution of the HEAA reflects growing awareness that populations experiencing health disparities are diverse and that racial, ethnic, and other disparities cannot be fully addressed in isolation from the disparities associated with stigmatized sexual orientation and gender identity.

In 2016, Congress passed the 21st Century Cures Act, which authorized billions of dollars in funding for NIH and included specific provisions directing NIH to undertake activities to improve the quality and quantity of research related to sexual and gender minority populations. Also in 2016, Senator Baldwin and Representative Raúl Grijalva (D-AZ) introduced the LGBT Data Inclusion Act, which is modeled on a 2010 House bill authored by Baldwin that would have expanded LGBT data collection at HHS. The 2016 legislation broadened its focus to all federal agencies and was reintroduced in both the House and the Senate in 2017.

 

The Affordable Care Act

Another major piece of legislation relevant to LGBT health is the Patient Protection and Affordable Care Act of 2010, commonly known as the Affordable Care Act (ACA). Though support for the law is a strongly partisan issue, the ACA is the single largest piece of federal legislation dealing with the American health system since the creation of Medicare and Medicaid in the 1960s—and, as then secretary of Health and Human Services Kathleen Sebelius asserted in 2011, “The Affordable Care Act may represent the strongest foundation we have ever created to begin closing LGBT health disparities” (Sebelius, 2011). Three major reasons that the ACA is important for advancing LGBT health are its support for data collection related to disparities, its reforms expanding the availability of insurance coverage, and its establishment of new nondiscrimination protections related to access to health coverage and care.
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RESOURCES ON THE ACA AND LGBT POPULATIONS

          Out2Enroll is a nationwide campaign that provides resources for LGBT people about their health insurance coverage options under the Affordable Care Act: www.out2enroll.org.

          U.S. Department of Health and Human Services—Transgender Health Care (2016): www.healthcare.gov/transgender-health-care.

          U.S. Department of Health and Human Services—Outreach and Enrollment for LGBT Individuals: Promising Practices from the Field (2015): https://aspe.hhs.gov/basic-report/outreach-and-enrollment-lgbt-individuals-promising-practices-field.

          Center for American Progress—Moving the Needle: The Impact of the Affordable Care Act on LGBT Communities (2014): www.americanprogress.org/issues/lgbt/report/2014/11/17/101575/moving-the-needle/.

          Kaiser Family Foundation—Health and Access to Care and Coverage for Lesbian, Gay, Bisexual, and Transgender Individuals in the U.S. (2014): http://kff.org/disparities-policy/issue-brief/health-and-access-to-care-and-coverage-for-lesbian-gay-bisexual-and-transgender-individuals-in-the-u-s/.

          Substance Abuse and Mental Health Services Administration—Affordable Care Act Enrollment Assistance for LGBT Communities: A Resource for Behavioral Health Providers (2014): http://store.samhsa.gov/product/Affordable-Care-Act-ACA-Enrollment-Assistance-for-LGBT-Communities/PEP14-LGBTACAENROLL.






 

Disparities Data Collection in the ACA

Section 4302 of the ACA calls on all HHS-funded surveys and programs to collect data on several disparity factors, such as race, ethnicity, and disability. It also grants HHS authority to collect “any other demographic data as deemed appropriate by the Secretary regarding health disparities.” This opening for the secretary to initiate sexual orientation and gender identity data collection under the ACA was secured by LGBT health advocates who noticed that, while the House version of the health reform legislation included this open-ended phrase, the Senate version restricted data collection efforts under this provision to race, ethnicity, sex, disability status, and primary language. Because of the partisan controversy surrounding the law’s passage, the two bills did not undergo the usual conference process where the House and Senate versions are compared and reconciled, and the Senate version largely became the final legislation. In response to advocate input, however, Senator Tom Harkin (D-IA) succeeded in changing the Senate language to reflect the flexibility of the House version, thus preserving a critical window for LGBT-inclusive implementation of this provision. The 2011 HHS LGBT Data Progression Plan referenced earlier was the agency’s initial strategy for implementing ACA Section 4302 with regard to sexual orientation and gender identity data.

 

Availability of Insurance Coverage

When the Affordable Care Act was passed, almost 50 million Americans were uninsured, in addition to the large number of uninsured among the estimated 11 million undocumented immigrants living in the United States (U.S. Census Bureau., 2010; Wallace, Torres, Nobari, & Pourat, 2013). The ranks of the uninsured included many LGBT people: LGBT people are more likely than the general population to be uninsured (Gates, 2014), and immediately before many of the ACA’s major insurance reforms took effect in 2013, one in three (34 percent) low- and middle-income LGBT people were uninsured (Durso, Baker, & Cray, 2013). One year later, this number had dropped to one in four (26 percent) uninsured, and in 2017 it had dropped to around one in five (22 percent) (Baker & Durso, 2017). Overall, there was a 35 percent decline in uninsurance among LGBT people with annual incomes less than $45,000 between 2013 and 2017.

The ACA facilitated access to health insurance coverage in two main ways—through an expansion of state Medicaid programs and through the establishment of new health insurance marketplaces. Together, these new options were intended to provide financial assistance to people with incomes up to 400 percent of the Federal Poverty Level (FPL): the ACA required Medicaid to cover those making up to 138 percent7 of the FPL and made sliding-scale tax credits available through the IRS to assist those making between 139 and 400 percent of the FPL in paying the cost of their monthly premiums. In 2016, the FPL stood at $11,880 for an individual and $24,300 for a family of four.

The changes to the Medicaid program were intended to replace the pre-ACA system in which Medicaid coverage was only available to people who fit into a narrow group of predetermined eligibility categories, such as living with a disability, being pregnant, or having dependent children. Medicaid is jointly funded by the federal government and the states, and states were required to either use solely their own funds or obtain a federal waiver to cover childless adults who were not otherwise categorically eligible; before health reform, only five states offered full Medicaid coverage to this population (Kaiser Commission on Medicaid and the Uninsured, 2009). Because of these stringent eligibility requirements, people with HIV frequently could not get Medicaid coverage for HIV treatment until their health had deteriorated to the point where they became disabled by the disease progressing to AIDS (AIDS Action Council, 2004).

Further, Medicaid is a means-tested program, and states have historically had the leeway to set their own income eligibility standards. These standards are typically far below the poverty line. In 2010, the median Medicaid eligibility threshold for a working parent in a three-person household was 64 percent of the poverty level, or $11,718 per year, and eligibility thresholds in states such as Texas, Missouri, and Louisiana hovered around 25 percent of the poverty level, rendering a working parent with two children making more than $381 a month ineligible for coverage (Kaiser Commission on Medicaid and the Uninsured, 2011). The combination of narrow eligibility categories and highly restrictive income limits meant that many LGBT people were unable to access Medicaid coverage before the health reform law, even though LGBT people are significantly more likely than the general population be living in poverty (Baker, McGovern, Gruberg, & Cray, 2016).

When the Supreme Court ruled on the constitutionality of the ACA in June 2012, however, it decided that the federal government cannot compel the states to expand their Medicaid programs, effectively leaving the question of expansion to governors and state legislatures. By the beginning of the Trump administration in January 2017, 32 states and the District of Columbia had expanded their programs to cover all adults with incomes under 138 percent of the FPL (Kaiser Family Foundation, 2018).

In the states that did not expand Medicaid, the health reform law does not offer new options to help people with incomes under the poverty line, including poor LGBT people and their families, access coverage. There was no deadline for states to decide to move forward with the expansion, though states that delayed lost substantial amounts of federal funding: the federal government paid 100 percent of the costs of expansion between 2014 and 2016, and this percentage dropped slightly before settling at 90 percent in 2020 and beyond.

The other major coverage initiative under the Affordable Care Act was the creation of new health insurance marketplaces in every state. The marketplaces, which developed as a concept in conservative policy circles in the early 1990s, were intended to foster competition in insurance markets by allowing people to shop for private health insurance plans through a single streamlined interface that provides easy comparisons between different products (Butler, 1989). The ACA’s marketplaces, which are modeled on the 2006 health reform effort overseen in Massachusetts by then governor Mitt Romney, provide income-based financial assistance in the form of tax credits that offset the cost of monthly premiums.

The intent of the ACA was that the states would run their own marketplaces, but the political environment around the reform effort led a majority of states to leave marketplace governance to HHS. As a result, in the 2017–2018 open enrollment period, only 12 states ran their own marketplaces; 11 states entered into a partnership with HHS, and 28 opted to use HealthCare.gov, which is the federally facilitated marketplace (Kaiser Family Foundation, 2018).

 

Access to Health Coverage and Care

Prior to the ACA, there were few federal laws providing oversight of insurance carrier activities, meaning that customers in most states had limited protections from high premiums, exclusions and limitations on coverage, and restricted access to health care providers. To address these concerns, the ACA prohibited practices such as medical underwriting to set premium rates, gender rating (the practice of charging women more than men for comparable coverage), exclusions based on preexisting conditions such HIV or cancer, the imposition of annual and lifetime limits on coverage, and the arbitrary withdrawal of coverage. The law also required all plans sold through any marketplace to be certified as qualified health plans (QHPs) under the oversight of a new federal Office for Consumer Information and Insurance Oversight. QHPs must meet a variety of requirements related to benefit design, marketing, and other aspects of coverage, including the ten categories of essential health benefits that all QHPs and all non-grandfathered plans in individual and small group markets in all states must cover. The regulations governing QHPs and the marketplaces explicitly prohibit discrimination on the basis of sexual orientation and gender identity. This means, for instance, that ACA-compliant plans could not refuse to insure same-sex couples together as a family even before the 2015 marriage equality ruling in Obergefell v. Hodges (CMS, 2014).

In addition to these broad reforms, the ACA established nationwide LGBT-inclusive nondiscrimination protections in health insurance and health care. Alongside the requirements that apply to QHPs and the marketplaces, ACA Section 1557 extends the protections of existing federal civil rights laws—including the Rehabilitation Act, which covers HIV status, and Title IX, which covers sex—to any entity or program receiving federal financial assistance or operated by HHS. Covered entities under Section 1557 include hospitals participating in Medicare or Medicaid; state health programs funded by federal grants; state Medicaid programs; federally qualified community health centers; HealthCare.gov and the state-run health insurance marketplaces; and all plans sold by health insurance carriers that participate in programs such as a health insurance marketplace, Medicare Part D or Medicare Advantage, and Medicaid managed care.
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ESSENTIAL HEALTH BENEFITS UNDER THE ACA

            1.   Ambulatory patient services

            2.   Emergency services

            3.   Hospitalization

            4.   Maternity and newborn care

            5.   Mental health and substance use disorder services, including behavioral health treatment

            6.   Prescription drugs

            7.   Rehabilitative and habilitative services and devices

            8.   Laboratory services

            9.   Preventive and wellness services and chronic disease management

          10.   Pediatric services, including oral and vision care






A regulation issued by the HHS Office for Civil Rights (OCR) in May 2016 expressly states that the sex nondiscrimination protections in Section 1557 protect LGBT, gender-nonconforming, nonbinary, and intersex people from discrimination in health insurance coverage and health care (HHS, 2016; Baker, 2016). In fall 2016, conservative legal groups challenged this regulation in court, and on December 31, 2016, a federal judge issued a nationwide injunction in Franciscan Alliance, Inc. v. Burwell prohibiting OCR from enforcing the provisions of the regulation
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