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We dedicate this book to the innumerable 
LGBT patients with cancer and their  
families of choice, who have so willingly  
and courageously shared their cancer  
experience; and to the dedicated cancer 
researchers, clinicians, and policy makers 
who have paved the way for future 
generations.
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Foreword

In 1999, a group of us worked on a white paper that was to provide background 
information to Health and Human Services (HHS) investigators who were consid-
ering the inclusion of LGBT populations in Healthy People 2010 (1). Research on 
cancer in LGBT populations was limited—mostly addressing HIV/AIDS -related 
cancers in men and breast cancer in women. The section of the white paper that 
reviewed knowledge then available about cancer started and ended with notes on 
the need for further research to help in understanding cancer in LGBT populations. 
Fifteen years later, this book, which comprises 19 chapters edited by Boehmer and 
Elk, is an important response to the call for knowledge on cancer in LGBT popula-
tions. This book provides an indispensable resource for information about the many 
aspects of cancer.

The chapters assembled for this book cover impressively broad areas of research 
and practice, with authors providing diligent analysis and integration of research 
conducted on the epidemiology, clinical care, and policy of LGBT cancer. Part I 
discusses risks for cancer, with careful analysis addressing women and men, includ-
ing transgender individuals, separately. Chapters address risk related to infection 
in LGBT men and women and lifestyle risks, related to obesity and nutrition, sub-
stance use and smoking, and physical activity. Part II addresses cancer prevention 
by focusing on issues related to early screening. Again the authors avoid general-
izations by carefully covering issues of concern to GBT men (e.g., HPV) and LBT 
women (e.g., breast, reproductive organs) separately. Part III provides a review of 
the epidemiology of cancer in LGBT populations and addresses clinical issues, 
treatment and survivorship. The unique issues of LGBT people in cancer are made 
especially clear here as authors discuss issues such as disclosure of one’s sexual ori-
entation to care providers, sensitivity to special concerns of LGBT individuals (e.g., 
sexual performance after prostate cancer treatment, Chap. 10), and social support 
and, specifically, the inclusion of expanded definition of family that is so important 
to LGBT people (e.g., inclusion in care-giving of ex-lovers of a lesbian entering 
hospice, Chap. 12). Of course, cultural competence in providing cancer care, in-
cluding in support groups, is crucial for providers to be able to address these issues 
sensitively (Chap. 13).
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Although authors of all the chapters are sensitive to including concerns of trans-
gender individuals and to address, as possible, issues affecting diverse LGBT popu-
lations, Part IV takes a special look at concerns of transgender populations and 
LGBT people of color. For example, authors highlight the combined impact of so-
cial, economic, and cultural factors that place barriers to screening, health care ser-
vices, and engagement in risk behaviors (Chap. 16). Also addressed in all chapters 
are implications of the research findings and observations to healthcare policy but 
the editors address this important issue specifically in Part V where authors review 
implications of new U.S. policies and how they have impacted healthcare for LGBT 
populations, as well as discuss challenges, and suggest a roadmap for LGBT cancer 
health.

One question that emerges from the pages of the book, sometimes implicitly, is 
whether LGBT disparity in cancer outcomes is the main reason for studying LGBT 
populations in cancer. Authors review data to try to understand cisgender/hetero-
sexual vs. LGBT cancer disparities. The focus on health disparities is an important 
topic for the U.S. Health and Human Services, as described in Healthy People 2010 
and Healthy People 2020. It is a key motivation for studying social epidemiology 
because health disparities reveal important structural inequities that ought to be 
addressed. But as Boehmer notes in the context of breast cancer (Chap. 9), the 
“absence of a disparity must not be interpreted as lack of need for programs for and 
interventions with sexual minority women who live with breast cancer” (p. 155). 
Although understanding health disparities is important, it is not the only reason to 
study LGBT people and cancer and should not be the only topic of study. As many 
chapters demonstrate, even where there are no differences in rates of disease or 
screening, special attention ought to be paid to LGBT issues. For example, Blank, 
Descartes, and Asencio (Chap. 7) ask not only whether screening rates in gay and bi-
sexual men and transgender people differ from screening rates of cisgender hetero-
sexual men, but also whether there are specific factors related to these populations 
that may merit screening guidelines being different. These authors, like most of the 
book’s authors, explore these and other distinctions among LGBT and cisgender 
heterosexual populations and reveal important areas for research and intervention.

Indeed, the book is impressive in the broad perspectives taken by the authors 
in discussing cancer in LGBT populations. For example, although risks for cancer 
are often discussed at the individual genetic and behavioral levels, authors in this 
volume have incorporated a broader health equity perspective that identifies larger 
structural factors (e.g., Chaps. 4, 16). Indeed, by the very act of focusing on LGBT 
populations in cancer, all authors adopt a social-cultural view of medicine, where 
one’s identity and position in society are as important determinants of health as 
are biological and behavioral factors. In weaving these social-cultural factors to-
gether with individual lifestyle risks and vulnerabilities, the book enlightens us not 
only about cancer in LGBT populations but also about the many ways that cancer 
is affected by seemingly non-medical factors. One of the research respondents in 
Margolies and Kamen’s chapter noted this connection when he talked about the im-
portance of support: “My partner IS MY FAMILY and when [health care providers] 
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treat him as such my [health] outcomes are much better. He is my advocate and can 
remember everything I can’t. Good [health] outcomes depend on his involvement 
as does my emotional well being” (p. 208). Behind this observation is a profound 
realization, explicated by authors throughout the book, that LGBT identity matters 
because it is connected with a host of structural factors related to stigma, prejudice, 
and access to resources, which determine health outcomes.

Despite the great progress in knowledge about LGBT cancer since the 2000 
white paper, as chronicled here in the book reveals important continuing challenges 
for researchers, clinicians, and policy makers. For example, several authors have 
noted that cancer registries still do not include information about sexual orientation 
or gender identity, making vast invaluable information about cancer unusable with 
regard to issues that may be specific to LGBT populations (Chap. 3, Chap. 8). As 
Tracy noted: “If we are to enhance our understanding of basic epidemiology of STI-
associated cancers in LBT women, we must start by integrating data collection of 
sexual identity and gender identity into our national surveillance systems as crucial 
demographic variables, and we must urge members of the scientific community 
to adopt standards for collecting demographic variables related to sexual identity, 
sexual behavior and gender identity so that results can be compared meaningful-
ly across studies” (p. 32). Several authors noted that the recent decision by HHS 
to include sexual orientation questions in the National Health Interview Survey, 
like the inclusion of sexual orientation questions in other state-based surveys, is an 
important first step in improving knowledge on LGB health. Still, as Fredriksen-
Goldsen, Hoy-Ellis, and Brown (Chap. 4) remind us, to date only one survey—the 
Massachusetts Behavioral Risk Factor Surveillance System—includes information 
about gender identity.

Another challenge for cancer in LGBT population is the paucity of specialized 
targeted programs and culturally competent care in general. As several authors 
noted, there are too few evaluations of both primary interventions to reduce risk 
for cancer and secondary and tertiary interventions with LGBT people with cancer 
(Chaps. 4, 13). It may not be apparent to service providers, but even when the in-
formation provided to a cancer survivor is the same regardless of sexual orientation 
and gender identity, an LGBT person can be alienated when services are not tailored 
and culturally sensitive to the him or her. As Margolies and Kamen (Chap. 13) said: 
“LGBT survivors … may feel most comfortable and most supported when talking 
to another LGBT survivor who shares their concerns and experiences.” The au-
thors report on one of their research participants, who said “Without knowing other 
lesbians who had had breast cancer who helped me through the process, I am not 
sure how I would have fared” (p. 215). Fredriksen-Goldsen, Hoy-Ellis, and Brown 
concluded “it is imperative that tailored community-based prevention efforts and 
interventions be designed and tested to improve health and promote health equity in 
these communities” (Chap. 4., p. 54).

Thanks to the editors, this book goes a long way toward providing knowledge, 
ideas, and resources that can help researchers, clinicians, and policy makers achieve 
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the goal of improving health and promoting health equity in LGBT communities. 
It also points to challenges ahead which, hopefully, will encourage researchers to 
study the topics covered in the book and bring about more progress in the study of 
LGBT cancer.

 Ilan H. Meyer
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Chapter 1
Introduction

Ulrike Boehmer and Ronit Elk

© Springer International Publishing Switzerland 2015
U. Boehmer, R. Elk (eds.), Cancer and the LGBT Community,  
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Abstract Cancer affects people globally, the numbers of cancer survivors are 
increasing, and cancer counts among the leading causes of death. Despite cancer’s 
universal impact, this is the first book to focus on the cancer burden among the les-
bian, gay, bisexual, and transgender (LGBT) community. Multiple challenges are 
discussed that have impeded research of the cancer burden in the LGBT community 
until this first publication brought together dedicated researchers, advocates, and 
scientists who are at the forefront of LGBT cancer research. The cancer control 
continuum is the underlying structure for the content of the book, ranging from 
cancer prevention, detection, diagnosis, and cancer survivorship to the end of life. 
Specific chapters are dedicated to transgender individuals, as well as racial or ethnic 
minority LGBT individuals to emphasize the diversity of the LGBT community. In 
addition, this book includes chapters on the impact of policy in the US and interna-
tionally and a final chapter that addresses the crosscutting themes and discusses the 
next steps for LGBT communities and cancer.  

In the United States, cancer is the second leading cause of death, and increasing 
numbers of academic and clinical publications, alongside the popular media, dis-
cuss and bring awareness about the steadily increasing numbers of cancer survivors. 
Moreover, cancer has been recognized as a worldwide problem, given that in many 
low and middle-income countries more people die from cancer annually than from 
AIDS, malaria, and tuberculosis combined. Yet to date, this is the first book that 
focuses on cancer and the LGBT population. It’s not that such a book could not have 
been written earlier, but rather, anyone dealing with this topic would have chosen 
a much shorter publication method, possibly an opinion piece or several articles to 
summarize what is known about LGBT populations and just a select few cancers. 
A great number of challenges stood in the way of compiling such a book until 
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now. Unfortunately, many of these challenges continue to hinder greater knowledge 
about LGBT populations and cancer.

Possibly one of the most profound challenges that impede LGBT cancer research 
is the promotion of an exclusively biomedical and basic science perspective of can-
cer. Some funders, researchers, and members of the medical establishment call into 
question any focus on cancer in LGBT individuals, arguing that cancer cells grow 
in LGBT bodies the same as in heterosexual bodies. Without minimizing the con-
tribution of the basic sciences, it nevertheless holds true that even if the proverbial 
“cure” for cancer was discovered in a lab today, social aspects would still come into 
play. It is likely that access to the cure would take longer or be more challenging for 
disenfranchised and underserved minorities, including LGBT individuals. In other 
words, cancer or health and well-being are not the outcome of cellular processes 
alone; there are social factors that contribute to cancer or health and well-being. 
Another challenge is the myth of sexual orientation being synonymous with sexual 
behavior; a perspective that holds that the only aspect that distinguishes lesbian, gay, 
and bisexuals’ lives from heterosexuals’ is their same-sex sexual activities. Such re-
ductionist thinking of LGBT lives has been an impediment noted in a recent review 
of gay and bisexual men and cancer, which noted that most available information 
focuses on cancers that have infectious causes linked to sexual transmission [1]. 
Ironically, a number of medical journals, including oncology journals, even have a 
policy against the use of the terms gay and bisexual men, allowing exclusively the 
term men who have sex with men. The usage of the terms, “men who have sex with 
men” and “women who have sex with women” has long been identified as prob-
lematic; it erases lesbian, gay, or bisexual identity, cultural and political content, as 
well as the larger perspective of the LGBT community [2]. Another challenge for 
LGBT research is that the focus on sexual and gender minorities often minimizes 
the diversity that exists within the LGBT community, such as LGBT individuals 
who are poor or from racial or ethnic minorities. Transgender individuals are without 
question the most marginalized and neglected community members not only in terms 
of cancer, but also in terms of LGBT health in general. Often even the most well-
intentioned efforts that focus on LGBT fall short on the T. Understanding LGBT 
populations and cancer has long been plagued by data challenges; most importantly, 
cancer registries do not collect information on sexual orientation and gender identity. 
Although increasing numbers of federal and state-level datasets are now available 
that include at least some measure of sexual orientation, a measure of gender iden-
tity is rarely included. The available datasets have been instrumental in providing a 
growing understanding of LGBT risk behaviors that are linked to cancers. Yet, to 
date, the datasets upon which research commonly relies to gather information about 
incidence, survivorship, and mortality, state and SEER cancer registries, have not 
followed suit and do not collect sexual orientation and gender identity data. This 
continues to be an obstacle for much of LGBT cancer survivorship and mortality re-
search. However, it has not stopped such research from taking place. Moreover, there 
are important research questions about LGBT and cancer to be answered that do not 
require large population-based datasets. While this speaks to the vibrancy and emer-
gence of research about LGBT and cancer, it has to be noted that possibly one of the 
most difficult challenges to overcome has to do with obtaining support and  funding 
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to conduct research that focuses on LGBT populations and cancer. A recent review of 
the National Institutes of Health funding portfolio for the years 1989–2011 showed 
that over these 22 years, only 35 funded studies focused on LGBT and cancer, fur-
ther reduced to a mere 13 studies, once research conducted in the context of HIV/
AIDS and sexual health had been excluded [3]. One of the major consequences of the 
lack of funding is a serious gap in research that can, in turn, inform evidence-based 
programs, services and interventions to improve risk, prevention, or suffering from 
cancer among LGBT communities. This list of challenges that have long hindered 
and still interfere with current endeavors of deepening our understanding of cancer 
in LGBT communities is brief and incomplete, yet it provides some context to the 
reader about the kind of milestone this book represents.

In 2011, the Institute of Medicine published The Health of Lesbian, Gay, and Bisex-
ual, and Transgender People, currently the pivotal document for the National Institutes 
of Health, the research community, and all other individuals and agencies interested in 
understanding the health of lesbian, gay, bisexual, and transgender LGBT individuals 
[4]. Within this report cancer is discussed as one of the conditions that affect LGBT in-
dividuals. Around the same time, Elk and Landrine published their edited book, Cancer 
Disparities: Causes and Evidence-Based Solutions, which discussed cancer causes and 
evidence-based research programs aimed at reducing cancer health disparities in popu-
lations in which such disparities exist, including LGBT populations [5]. In each of these 
landmark publications, only a few of the hundreds of pages were devoted to LGBT 
populations and cancer. It is therefore a great honor to edit a book on LGBT and cancer, 
which is entirely devoted to cancer and LGBT communities. The time is ripe for such a 
publication; we feel fortunate to have brought together a group of dedicated researchers, 
advocates and scientists who are the forefront of this field, having spent many years and 
tremendous efforts in overcoming considerable challenges in their work in this field.

To organize our thinking and the content of the book, we relied on the cancer 
control continuum (http://cancercontrol.cancer.gov/od/continuum.html). While ad-
mittedly, this is an old concept with well-recognized shortcomings, we feel it is a 
useful concept to apply to LGBT communities and cancer, as it organizes the state 
of the current knowledge about LGBT communities and cancer and identifies the 
research gaps that remain. Applying this framework, the sequence of book chapters 
follows the trajectory from cancer risks and cancer detection to cancer survivorship. 
In a deliberate attempt to include transgender populations, so often neglected from 
health research, we encouraged chapter authors to address transgender individuals 
in their respective chapter whenever possible, but also decided to devote a chapter to 
transgender individuals and cancer to ensure that this book about LGBT and cancer 
will be relevant to all members of the LGBT community. Similarly, to ensure that 
this book on LGBT populations and cancer is responsive to LGBT individuals of 
diverse race and ethnicity, we have included a chapter that deals with the intersec-
tion of race, ethnicity and sexual and gender minorities. Understanding the impact 
a country’s policies have on health outcome is key to obtaining a broad perspective, 
hence we have included chapters on the impact of policy in the US and internation-
ally. The final chapter addresses the crosscutting themes of this book and discusses 
the next steps for LGBT communities and cancer. This framework has been useful 
in organizing the available knowledge on cancer among LGBT communities.
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In order to provide a comprehensive review of cancer in the LGBT community, 
we have addressed the most common cancer risks, cancer detection methods, and 
survivorship issues that cut across cancer types. Not all types of cancer are ad-
dressed in this book; LGBT individuals who wish to get information about their 
specific cancer type may need to consult other sources that answer questions about 
their specific cancer (e.g., ACS http://www.cancer.org/ and NCI http:// www.cancer.
gov/).
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Chapter 2
Risk for Cancer in Gay, Bisexual  
and Transgender Men via Infection

Stewart Landers

© Springer International Publishing Switzerland 2015
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Abstract A number of infections play a significant role in cancer risk for gay, 
bisexual and transgender (GBT) men. The association between Human Immunode-
ficiency Virus (HIV), the virus that attacks and degrades the immune system, fre-
quently leading to Acquired Immune Deficiency Syndrome (AIDS) and cancer, has 
been studied extensively. In addition, human papillomavirus (several types), human 
herpes virus (also several types), and Hepatitis virus (primarily Hep B and Hep C), 
each contribute to additional cancer risk in the form of infection-related cancers. 
This chapter reviews these infections and associated cancers among GBT men 
including viral transmission and prevalence both independently and in comparison 
to other men. It further explores the risk of cancer associated with these infections 
and, given the wide varieties and potential cancer sites, where elevated cancer rates 
have been observed. In response to these elevated risks, efforts to improve screen-
ing, educate GBT men about the increased risk, and new treatment strategies have 
been implemented. This chapter explores how programs to address infection-related 
cancer in GBT men have fared to date, including efforts to reduce transmission of 
infectious agents, early intervention and screening, cost effectiveness of screen-
ing, advances in cancer treatment itself, and changes in knowledge, attitudes and 
behavior among GBT men. The chapter ends with unique challenges with respect to 
treatment of GBT men with infection related cancers.

1. Prevalence of Cancer-related STIs (HIV, HPV, Herpes, Hepatitis, Epstein-Barr)

a. Human Immunodeficiency Virus (HIV)

HIV has been associated with GBT men since the onset of the AIDS epidemic [1], 
as well as with cancer–Kaposi’s sarcoma (KS). KS, along with Pneumocystis Cari-
nii Pneumonia, was the presenting illness among one of the initial cohorts of AIDS 
patients, before the disease had a name or its cause was even known [2–3]. Gay 
and bisexual men, referred to as “men who have sex with men” or MSM by the 
federal Centers for Disease Control, are 42 times more likely to be living with HIV 
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compared to other men [4]. Cancer risk is elevated among people living with HIV/
AIDS (PLWH) for three AIDS-defining cancers (ADCs) including Kaposi’s sar-
coma, non-Hodgkin Lymphoma (NHL) and cervical cancer as well as for several 
non-AIDS-defining cancers (NADCs) including lung cancer, Hodgkin lymphoma, 
anal cancer, and liver cancer [5].

HIV risk for GBT men is well reported with risk related to anal intercourse and 
confounded by co- infection with other STIs including syphilis, gonnorhea, and 
human papillomavirus. A report based upon the CDC’s National HIV Behavioral 
Surveillance system collected cross-sectional data in 21 U.S. cities in 2008 and 
found 19 % of gay and bisexual men to be infected with HIV [6].

b. Human Papillomavirus (HPV)

HPV is the most common sexually transmitted infection and can be transmitted 
through oral, anal and vaginal sex [7]. Using DNA sequencing, more than 100 HPV 
types have been identified, of which 40 types infect the genital epithelia [8]. A 
person does not need to be symptomatic to transmit the virus [7]. Various health 
problems are associated with HPV including genital warts and cancers. However, 
most HPV infections do not cause symptoms or disease and are cleared by the body 
(Table 2.1).

HPV has been found to increase risk for oropharangeal, penile and anal cancers 
in men, including both HIV-negative and HIV-positive GBT men. Chin-Hong et al. 
[9] found anal HPV infection in 57 % of a sample of urban HIV-negative men. In-
fection in this cohort was correlated with receptive anal intercourse and greater than 
five sex partners, both in the past 6 months. Rates of HPV among GBT men with 
HIV infection have been found to be as high as 93 %–97.9 % [10]. Two HPV types, 
HPV 16 and 18, are considered to carry the highest risk for cancer [11]. Reviewing 

Table 2.1  List of common acronyms
ADC AIDS Defining Cancers
EBV Epstein-Barr Virus
HAART Highly Active Antiretroviral Therapy
HBV Hepatitis B Virus
HCV Hepatitis C Virus
HHV Human Herpes Virus
HL Hodgkin Lymphoma
HPV Human Papillomavirus
KS Kaposi’s sarcoma
NADC Non-AIDS Defining Cancer
NHL Non-Hodgkin Lymphoma
PLWH People living with HIV/AIDS
SIR Standardized Incidence Ratio
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incident cases of anal cancer among men from 2004 to 2007, CDC attributed 93 % 
to HPV infection and 87 % specifically to HPV 16 and 18 [12].

c. Human Herpesvirus (HHV)

There are eight types of human herpesviruses including varicella/zoster (VZV/
HH3), Epstein- Barr virus (EBV/HHV4), Cytomegalovirus (CMV/HHV-5) and Ka-
posi’s sarcoma herpesvirus (KSHV/HHV-8) [13]. HHVs are transmitted both sexu-
ally and non-sexually with evidence of sexual transmission for HH2, EBV, CMV 
and KSHV [14].

In 1994, Chang [15] found that human herpesvirus 8 (HHV-8) was the cause 
of Kaposi’s sarcoma. In one study, Del Mistro [16] compared rates of HHV-8 and 
HPV among three groups of PLWH–MSM, heterosexual men, and women, finding 
higher rates of both HHV-8 and HPV among gay and bisexual HIV+ men.

Epstein-Barr Virus (EBV) is another name for human herpesvirus 4 and one of 
the most common human viruses. Most people are infected in childhood and do not 
develop symptoms or have very minor symptoms [17]. EBV was identified over 40 
years ago in a biopsy of Burkitt’s lymphoma, becoming the first infectious agent to 
be directly associated with a human cancer 18].

While there is limited epidemiological data on rates of EBV infection in gay 
and bisexual men, one study found a higher prevalence of EBV type 2 among gay 
men compared to heterosexual men associated with HIV infection and a higher 
number of sexual partners [19]. Additional epidemiological research would be help-
ful to know more about prevalence rates of EBV among gay/bisexual/transgender 
and heterosexual men in a variety of geographic locations (unlike parts of Africa 
where EBV is endemic). EBV is associated with a diverse group of lymphomas 
and carcinomas including Burkitt’s lymphoma, Hodgkin’s disease, Post-transplant 
lymphoproliferative disease, AIDS- associated lymphoma, and nasopharyngeal and 
gastric carcinoma [17].

d. Hepatitis B (HBV) and Hepatitis C (HCV)

Hepatitis B and C are disproportionately found among gay and bisexual men [19]. 
Hepatitis B is spread in a manner similar to HIV, i.e. through blood or semen. Hepa-
titis B is considered to be 50–100 times more infectious than HIV [20]. Hepatitis C 
is primarily spread through sharing of needles and syringes. Over time, Hepatitis B 
and C attack the liver, causing a variety of liver diseases including liver cancer. It 
is estimated that 90 % of liver cancers in less developed countries and 40 % of liver 
cancers in more developed countries are attributable to HBV or HCV infection [22]. 
Approximately 20 % of gay and bisexual men account for new Hepatitis B infec-
tions [20], disproportional to their 4 % representation in the general population.
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2. Reasons for different rates of cancer than in the heterosexual community

Why Higher Rates of Infection Lead to Higher Rates of Cancer
HIV can increase the risk of GBT men for rare cancers like non-Hodgkin Lym-
phoma, Kaposi sarcoma, and liver cancers. Additionally it has been shown that im-
munosuppression and infection with other viruses related to HIV/AIDS puts those 
infected at higher risk of anal, liver, lung cancer. HPV infection impacts disparate 
cancer rates in GBT men. HPV infection leads to penile cancer for men, cervical 
cancer for women, and cancers of the mouth, throat, and anus for people of both 
genders. Hep B and C can also put people at risk for liver cancer and lymphomas.

HIV-positive Patients Have Higher Risk for Some Cancers
The burden of cancer on PLWH has been well documented. However, the nature of 
this burden has shifted, specifically as a result of the introduction of highly active 
antiretroviral therapy (HAART) in 1996. For example, in a 2011 study, Shiels [23] 
found that during 1991–2005, an estimated 79,656 cancers occurred in the popula-
tion of people living with AIDS in the United States. However, comparing the pe-
riods 1991–1995 and 2001–2005, the estimated number of AIDS-defining cancers 
decreased by greater than threefold from 34,587 to 10,325 cancers. In contrast, the 
number of non-AIDS-defining cancers increased by approximately threefold from 
3193 to 10,059. An earlier meta-analysis by Shiels [24] found that the standard-
ized incidence ratios (SIR) of NADC was approximately 2-fold higher risk for all 
NADC among PLWH compared with the general population. However, individual 
cancer types associated with infectious agents had different SIRs including anal 
cancer (SIR = 28), Hodgkin lymphoma (SIR = 11), and liver (SIR = 5.6).

Robbins [25], exploring data from 1996 to 2010, looked at cancer trends for 
three ADCs and seven NADCs to see if demographic changes for HIV positive 
individuals, changes in relative risks, and/or background incidence in the general 
population had an effect, and if so which. Table 2.2 includes a summary of changes 
identified by Robbins. Simard [26] had similar findings looking at data from 1980 
to 2006.

Each of the ADCs has a viral cause suggesting that the advent of HAART in 
1996 has had an effect on cancer reduction by improving the immune system’s abil-
ity to manage the viral infection [25]. At the same time, demographic shifts were 
likely related to the increase in liver cancer and prostate cancer; specifically, the 
increase in liver cancer reflected additional years living with Hepatitis B and C vi-
ruses. Curtrell [27] explores several factors related to the increase in NADC includ-
ing oncogenic effects of HIV, immunosuppression, chronic inflammation and im-
mune activation, exposure to HAART, higher rates of oncogenic viral coinfections 
and traditional cancer risk factors. The same study found that when standard cancer 
therapy is given, PLWH have the same outcomes as the non-HIV population [27].

Other types of NADC have been identified among PLWH. Silverberg [28] com-
pared a California cohort of HIV-infected persons, of whom 74 % were MSM, and 
compared them with a demographically similar group non-HIV-infected persons. 
He found adjusted rate ratios, coming HIV-infected with HIV-uninfected persons 
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of 37.7 for ADC, 9.2 for infection-related NADC, and 1.3 for infection-unrelat-
ed NADC. The rates for individual NADC included anal squamous cell (rate ra-
tio = 101.6), Hodgkin lymphoma (rate ratio = 19.4), penis (rate ratio = 5.8) liver 
(rate ratio = 2.7) and HPV-related oral squamous cell cancers (rate ratio = 2.0) [27]. 
Among infection- unrelated NADC there were increased rates for people with HIV 
infection for other anal (rate ratio = 35.3, nonmelanoma skin (rate ratio = 10.6), 
other head and neck (rate ration = 2.7), lung (rate ratio = 1.9) and melanoma (rate 
ratio = 1.5). HIV-infected persons also had a lower rate of prostate cancer (rate ra-
tio = 0.7). HIV infection was not associated with higher rates of other infection-
unrelated NADC [27]. Similarly, Grulich et al. [29] demonstrated that other cancers 
not known to be associated with an infection were also elevated in both immu-
nosuppressed populations, that is, HIV-infected persons and transplant recipients, 
including lung and kidney cancers, multiple myeloma, and leukemia. Yanik [30] 
found decreasing rates from 2000 to 2011 of NHL among a cohort of HIV-infected 
individuals in North Carolina.

Silverberg [31] found that HIV-infected patients had a twofold higher incidence 
rate of non- melanoma skin cancers compared with non-HIV-infected subjects. 
Squamous cell cancers but not basal cell cancers were associated with immunode-
ficiency. Shebl [32] concluded that chronic pulmonary inflammation arising from 
infection contributes to recurrent pneumonia which puts PLWH at greater risk of 
lung cancer, independent of higher smoking rates. Similarly, Sigel [33] found HIV 
infection was an independent risk factor for lung cancer when controlling for poten-
tial confounders, including smoking and surveillance bias.

Persson [34] looked at data for 596,955 person with AIDS from 16 US pop-
ulation-based HIV/AIDS and cancer registries. Risk of stomach and esophageal 
malignancies in people with HIV/AIDS were compared with those of the general 
population using standardized incidence ratios (SIRs). People with HIV/AIDS had 
increased risk of carcinomas of the esophagus (SIR, 1.69) carcinoma of the stom-

Table 2.2  Trends in Cancer incidence among HIV infected persons [25]. (Source: Robbins et al. 
AIDS 2014 Mar 27)
Type of cancer Trend 1996–2010 (unless otherwise indicated) Summary
Kaposi’s sarcoma 
(ADC)

1996–2000
2000–2010

− 29.3 %
− 7.8 %

Decreasing

NHL (ADC) 1996–2003
2003–2010

− 15.7 %
− 5.5 %

Decreasing

Cervical cancer 
(ADC)

− 11.1 % Decreasing

Anal cancer (NADC) 3.8 % Increasing
Liver cancer (NADC) 8.5 % Increasing
Prostate cancer 
(NADC)

9.8 % Increasing

Hodgkin Lymphoma 
(NADC)

− 4.0 % Decreasing

Lung cancer (NADC) − 2.8 % Decreasing
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ach (SIR, 1.44), esophageal adenocarcinoma (SIR, 1.91), squamous cell carcinoma 
(SIR, 1.47), and carcinomas of the gastric cardia (SIR, 1.36) and noncardia (SIR, 
1.53) compared with the general population. Rates of NHL decreased from 1980 
to 2007 with HAART, but incidence of carcinomas remained consistent over time 
[34].

Thus while HAART has reduced the risk of cancer related to HIV and EBV i.e. 
NHL, other cancer risks continue to be elevated related to HIV infection and im-
munologic status, possibly unrelated to other infections.

Infection with HPV Raises Cancer Risk for GBT Men and Especially Those 
Co-infected with HIV
Beachler [35] found HIV infected gay and bisexual men to have higher rates of 
anal HPV infections compared to HIV-infected heterosexual men. In addition, anal 
HPV infection rates were higher than oral HPV infection rates, contributing to the 
higher burden of anal HPV associated cancer in HIV-infected individuals. Berry 
[36] described the progression from anal high-grade squamous intraepithelial le-
sions (HSIL) to anal squamous cell cancer.

Incident anal cancer has increased by 96 % in men and 39 % in women since the 
1980 primarily due to the HIV epidemic [37]. Nearly all anal cancers in gay and 
bisexual men are associated with HPV [38]. The rate of abnormal anal cytology in 
a cohort of 60 young gay and bisexual men (mean age = 21.2 years) was found to 
be comparable to the rate among adult MSM [39]. Increased risk for developing 
anal cancer among PLWH was associated with prolonged survival and increasing 
immunosuppression [40].

The prevalence of cirrhosis and hepatocellular carcinoma in patients with human 
immunodeficiency virus infection. The Hepatitis C (HCV) epidemic has driven up 
the rate of cirrhosis and hepatocellular carcinoma (HCC) amongst HIV-infected 
persons. Among patients co-infected with HIV and HCV, there was a dramatic in-
crease in the prevalence of cirrhosis (3.5–13.2 %), decompensated cirrhosis (1.9–
5.8 %), and HCC (0.07–1.6 %). Little increase was observed among patients without 
HCV co-infection in the prevalence of cirrhosis [41].

However, HIV Infection Does Not Lead to Higher Risk or Different Types  
of Risk for all Kinds of Cancer
HIV does not appear to impact some of the most common cancer including colorec-
tal and prostate cancer among GBT men. Shiels [42] found a reduced risk of pros-
tate cancer among HIV-infected men, though attributed that primarily to lower rates 
of screening. There were no differences between rates of distant stage prostate can-
cer between people with AIDS and the general population, giving strength to this 
argument [42]. Incidence rates of head and neck squamous cell cancers were higher 
among HIV-infected patients, compared with other gay and bisexual men. However, 
the risk factors for head and neck cancer were similar for HIV-infected persons and 
the general population [43].
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3. Interventions for risk reduction, include efforts to raise knowledge/awareness of 
how infections raise cancer risk, the role of vaccination in preventing infection 
and how screening and early treatment may reduce cancer incidence

a. Current Interventions and treatments for for STIs and HIV

Interventions to reduce STIs including HIV include behavioral interventions, use of 
highly active antiretroviral therapy (HAART), and both HPV and HBV vaccines, 
screening, and treatment, are frequently targeted to gay and bisexual men. In many 
situations, people with any STIs are recommended to undergo the same cancer 
screening and, if diagnosed, receive the same treatment regimens for both the infec-
tion and the cancer as those without infection. However this is not always the case, 
and there are many studies in progress to find more effective ways of treating these 
populations.

b. Interventions specific to infection and cancer risk

I. Knowledge, awareness and perceived risk

Gilbert [44] found there not  to be much of a difference between HIV(+) and (−) 
men, but that overall there was acceptability for the vaccine, little understanding of 
how HIV increases risk for HPV-related diseases, and other misperceptions about 
the vaccines. This information can inform awareness/prevention efforts for gay 
men. Blackwell [45] conducted a descriptive study to assess knowledge of HPV, 
anorectal carcinoma, and anorectal screening in a sample of MSM in Orlando, FL. 
The 89 participants demonstrated low levels of knowledge with an average score 
on knowledge items of 38 % correct. Of the 49 participants who had heard of anal 
Papanicolau (Pap) smears, only five (10.2 %) discussed screening with a physician, 
while eight (16.3 %) had discussed it with a nurse, and 16 (32.7 %) with another 
health care professional.

Rosa-Cunha [46] found that only 54 % of men who have sex with men (MSM) 
reported discussing anal health with their HIV providers in the prior 12 months. 
Rates for MSM and heterosexual men were 5.56 times and 2.31 times more likely, 
respectively, than women to have to discuss anal health with their HIV provider. 
Interestingly, having reported unprotected sex with a partner who was HIV nega-
tive or whose HIV status was unknown was inversely related to having a discussion 
about anal health with their primary care provider [46].

Burkhalter [47] explored perceived risk of cancer in a large urban community 
center and found that men associated a higher number of sexual partners with a 
higher risk for cancer. Sanchez [48] found that a quarter of MSM attending a sexual-
ly transmitted disease clinic in New York City did not know that HPV is transmitted 
through anal sex and 77 % were unaware of the link between HPV and anal cancer.

II. Vaccinations

Vaccinations are available to reduce exposure to HPV and Hep B. In 2009, the FDA 
licensed the use of quadrivalent vaccine for the prevention of genital warts in males 
ages 9–26 and in 2010, its use was extended for prevention of anal cancer in the 
same group [49]. On October 25, 2011, the Advisory Committee on Immunization 
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Practices (ACIP) recommended routine use of quadrivalent HPV vaccine in males 
aged 11–12 and vaccination with HPV4 for males aged 13–21 who have not been 
previously vaccinated or did not complete the three dose series [50]. Males aged 
22–26 may also be vaccinated [50]. To date, update of HPV vaccination among 
adolescent males generally has been limited. Reiter [51], looking at a nationally 
representative sample of adolescents, found that HPV vaccine initiation among 
males ages 13–17 increased from 1.4 % in 2010 to 8.3 % in 2011. Parents were more 
likely to get their sons vaccinated against HPV if they received a recommendation 
from their healthcare provider [51]. Gay and bisexual men have been found to have 
greater willingness to receive HPV vaccines as well as higher levels of concern 
about HPV-related diseases [52].

For GBT males, perceived benefits and barriers were the most proximate pre-
dictors of intention to be vaccinated against HPV, while knowledge and perceived 
threat exerted an indirect influence [53]. One study found 73 % of gay and bisexual 
men were willing to receive the HPV vaccine [52]. Another study of young gay and 
bisexual men found that 36 % were likely to be vaccinated based upon perceived 
stronger physical and psychological benefits [54]. Kim [55] found HPV vaccination 
to be cost effective using the standard measure of costs per QALY below $ 50,000. 
With respect to Hepatitis B vaccination, a study of 3,432 MSM age 15–22, found 
only 9 % immunization coverage and 11 % infection rates [56].

III. Screening innovations

Given the increasing rates of anal cancer, substantial effort has been placed on 
screening for anal intraephitelial neoplasia (AIN), primarily using high-resolution 
anoscopy. High resolution anoscopy (HRA) was developed in England in the 1980s 
and uses a colposcope to explore the anal mucosa. A swab, soaked in 5 % acetic 
acid, is inserted through the anoscope and applied topically for 1–2 min. Lesions 
reacting to the application are identified and biopsied [57]. Anal-rectal cytology 
collects non-gynecological specimens via exfoliative cytology tests which are then 
interpreted by a qualified pathologist. The smear is the same technique as a Pap 
test, whereby the exfoliated cells are quickly smeared and fixed onto a glass slide 
[58]. Cachay [59] found that despite the availability of several modalities for treat-
ment of precursors of anal cancer, evidence that current treatment modalities favor-
ably alter the natural history of human papillomavirus oncogenesis in the anal and 
perianal regions is still inconclusive. However, there is sufficient evidence to state 
that the accuracy of anal cancer screening procedures (cytology and high-resolution 
anoscopy directed biopsy) is comparable to the accuracy of those used in screening 
for cervical cancer precursors. More research is needed to assess the efficacy of 
anal cancer screening programs on reducing morbidity/mortality in the HIV-infect 
population [59].

Darragh [60] looked at inter-rater reliability in the reading of Papanicolaou-
stained liquid based cytology cells being used for anal cancer screening among high 
risk populations of gay and bisexual men. Two observers had an overall agreement 
of 66 % and this increased to 86 % for dichotomized cytology results. Thus review-
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ers were able to detect which lesions were precancerous and which were not, similar 
to the methodology used for cervical cancer screening. A high rate of acceptability 
of screening was found at a Veteran’s Affairs HIV Clinic [61]. When approached 
during a routine care visit to participate in the study by obtaining an anal Pap smear, 
82 % of HIV-patients agreed to do so. Another clinic was established at an HIV 
clinic in New York to comply with New York State AIDS Institute guidelines for 
anal cancer screening and treatment in HIV-positive persons. The intent is to reduce 
morbidity and mortality in young, HIV-infected persons [62].

However, a review of the literature found that screening for anal cancer in HIV-
positive gay and bisexual men as well as HIV-positive women was not cost-effec-
tive [63]. Given the number of false-positives, results with treatment for high-grade 
AIN, there were no models that showed a 50 % probability of cost-effectiveness 
to a quality-adjusted life year (QALY) gained reaching the value of 50,000 Brit-
ish pounds. This is contrary to earlier reports that found it to be cost effective to 
screen for anal squamous interepithelial lesions in gay and bisexual HIV-infected 
men [64].

Routine HIV testing, in the form of standard “opt-out” protocols is recommend-
ed by the CDC in all health care settings. This has not been widely implemented, but 
should be for cancer patients [65], in order to maximize effective HIV management 
during cancer treatment and improve clinical outcomes.

IV.  Treatment innovation/cancer risk reduction

A review of recently published literature on the heightened risk for cancer in PLWH 
explored whether early HAART treatment can lower their risk [66]. The findings 
were that immunodeficiency still appears to be the key factor; however, there is 
emerging evidence that HIV may have direct oncogenic effects through inflamma-
tion and coagulation that HAART only partly normalizes. Analysis of studies com-
paring the impact of early versus delayed HAART was inconclusive [66]. Chiao 
[67] looked at a cohort of US veterans with HIV and in a multivariate analysis found 
that those with controlled (i.e. undetectable) viral load at 61–100 % of follow-up 
time had significantly decreased risk of squamous cell anal cancer compared to 
those with undetectable viral load less than 20 % of the time.

Compared to high-resolution anoscopy alone, it is more beneficial to health out-
comes as well cost effective to use combined HRA and anal cytology at 6 and 12 
months as a method of surveillance for HIV-positive MSM treated for high-grade 
anal intraepithelial neoplasia to prevent anal cancer and to maximize QALYs [68]. 
Use of HPV vaccine in HIV-infected children and adult men is safe and highly im-
munogenic [69]. More research is needed on the role of HPV vaccination for older 
adults living with HIV who have ongoing HPV infections [69].

A California-based study found an inverse association between statin use and 
risk of NHL in HIV(+) persons, and though there were limitations in the study de-
sign this may be an area for additional research [70].
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4. Unique challenges

a. Effect of HAART

Although HAART has led to reductions in the incidence of Kaposi’s sarcoma and 
non-Hodgkin lymphoma among HIV-infected individuals, it has not reduced the 
incidence of cervical cancer, which has essentially remained unchanged. Moreover, 
the incidence of several other cancers, particularly Hodgkin lymphoma and anal 
cancer, has been increasing among HIV-infected individuals since the introduction 
of HAART. The influence of HAART on the risk of these other cancer types is not 
well understood [71], [72], [40].

Research continues to show that in the post-HAART era, PLWH continue to 
be at increased risk for cancer late after AIDS onset [73] and that cancer-related 
mortality for PLWH is significant [74]. However, early treatment with HAART has 
been shown to lower cancer risk generally [28]. Overall, use of HAART was not 
associated with increased ADC or NADC risk, except for one NADC, anal cancer 
[75].

With respect to the leading cause of cancer-related death among HIV-infected 
individuals, Gopal [76] found that, over time, HIV-associated lymphoma is chang-
ing with less immunosuppression and greater HIV control at diagnosis. Both stable 
survival and increased mortality for lymphomas occurring on HAART need more 
research to improve outcomes [76].

b. Understanding mechanisms associated with infection and cancer

For some infections it is unclear exactly what the mechanism is that leads to cancer. 
For example, both HBV and HCV have been demonstrated to relate to increased 
risk, but the exact mechanisms are unknown and likely different for both viruses. 
Jiang [77] reports that while the integration of HBV into the host genome has been 
reported, the scale, impact and contribution to HCC development are not clear. With 
respect to HCV, there are a range of lympho-proliferative disorders that required 
clinical, pathological and molecular findings to establish diagnosis and treatment 
[78].

c. Special treatment concerns for management of cancer in HIV-infected individuals

Treatment of cancer in people with HIV needs to be cognizant of managing two 
complex treatment regimens simultaneously. Hadjuandreou [79] finds the key to 
controlling resistance is the optimal management of the frequency and magnitude 
of treatment interruptions. As we continue to learn about the interactions of multiple 
infections, clinicians need to ensure that innovations in treatment for HIV and other 
infections don’t come with negative side effects. People with STIs or HIV may 
have not just higher risk, but also worse prognoses once diagnosed with cancer. For 
example, even when the stage of presentation and use of treatment was the same for 
HIV-infected and non-infected persons, HIV-infected person with non-small cell 
lung cancer (NSCLC) lived 6 months compared with 20 months for non- infected 
persons, suggesting this cancer might behave more aggressively in the presence of 
HIV [33]. Another study found people with HIV and NSCLC had more complica-
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tions, rapid progression to disease recurrence and poorer post-op survival [80]. In 
the case of head and neck squamous cell carcinoma, chemotherapy appeared to be 
less effective in HIV-infected patient compared with non-HIV- infected patients 
[81].

5. Implications for the future: research, policy and practice

The risks of cancer are elevated in GBT men related to infection with HIV, HPV, 
human herpesvirus and hepatitis B and C. While there is much research regarding 
the impact of HIV on cancer in GBT men, there are challenges to deconstructing the 
impact on cancer incidence, progression and treatment of HIV infection itself, treat-
ment with HAART, co-infections, as well as non-infection co-factors such as aging 
and behavioral risk factors. In addition, with rising rates of anal cancer among GBT 
men, more research is needed about the effectiveness of anoscopy and cytology 
screening and whether treatment of anal dysplasia truly affects long-term morbidity 
and mortality associated with anal cancer.

Despite extensive investigation into the current literature there is very little in-
formation available regarding the epidemiology, natural history, and treatment of 
infection-related cancers among transgender men. There is a substantial need to 
conduct and publish research related to cancer risk and outcomes among this popu-
lation.

Educating GBT men about the cancer risks associated with HPV, HHV, Hep B 
and Hep C can help support a variety of prevention activities ranging from HPV 
vaccination to screening for anal dysplasia to initiation of Hepatitis C treatment. To 
date, efforts to educate GBT men about cancer risk, and especially the role of infec-
tions in cancer risk, are relatively limited. Such education, both for GBT men and 
those who provide health care and prevention services to them can lead to improved 
decision-making regarding strategies to reduce new infections and the sequelae of 
existing infections.
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Abstract Several infections are associated with increased risk of developing can-
cer. For example, persistent infection with high-risk strains of human papillomavi-
rus causes cervical cancer. Our understanding of the association between infection 
and cancer in lesbian, bisexual and transgender (LBT) women is hampered by an 
absence of population-based data for LBT women. Formal epidemiologic studies 
of cancer, in general, and infection-associated cancer, in particular, among LBT 
individuals are lacking. This absence of robust epidemiologic data makes our 
understanding of infection-related cancer in the LBT women limited and specula-
tive. This chapter attempts to summarize available epidemiologic data for infec-
tion-associated cancers in LBT women, highlight gaps in our knowledge, review 
interventions that have been used to reduce risk for infection-associated cancers in 
LBT women, and discuss challenges to research and policy that must be addressed 
in order prevent infection-associated cancers and reduce cancer disparities experi-
enced by LBT women.

Our understanding of the role of infection in carcinogenesis has expanded greatly 
during the last half-century. In a recent review by De Martel et al. [1] it was noted 
that 16 % of cancers that occurred globally in 2008 were attributable to infection, 
many of which are preventable. Infection-associated cancers typically follow a 
multi-step process during which most incident infections naturally resolve, while a 
relatively small fraction (e.g., approximately 10 % of high-risk HPV infections) be-
come persistent and result in pre-malignant stages that if untreated lead to disease. 
For most infection-associated cancers, there is a protracted latency period between 
acquisition of the infection and development of incident cancer, adding complexity 
to our understanding of etiology, carcinogenesis and prevention. Among sexual mi-
nority populations like LBT women, our understanding of the association between 
infection and cancer is further complicated by the fact that current population-based 
surveillance systems and registries do not include sexual orientation or gender iden-
tity as variables by which cancer incidence or risk can be characterized. In addition, 
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formal epidemiologic studies of cancer, in general, and infection-associated cancer, 
in particular, among LBT individuals are lacking. This absence of robust epidemio-
logic data makes our understanding of infection-related cancer in the LBT women 
limited and speculative.

Figure 3.1 presents cancer incidence data from the Surveillance Epidemiology 
and End Results (SEER) [2] program for US women. The most common infection-
associated cancers among women in the US include cervical, oropharyngeal, liver, 
vulvar, and anal, respectively.

It is estimated that 4 % of US women engage in sexual relationships with other 
women [3, 4]. Although population-level data are somewhat limited, it is estimated 
that 0.3 % of individuals in the US identify as transgender, with a higher percentage 
of transgender women than men [4]. As previously mentioned, our knowledge of 
the most basic epidemiologic data for cancer in sexual minority women is hampered 
by the fact that the SEER program does not include reporting of sexual orientation 
or gender identity as essential demographic variables for use in characterizing can-
cer burden. While a number of studies have examined barriers to cancer prevention 
in lesbian and bisexual women (e.g., Tracy et al. [5, 6], Matthews et al. [7]), par-
ticularly breast and cervical cancer, no studies that we are aware of have character-
ized incidence, prevalence or mortality from these infection-associated cancers for 
sexual minority women as a population. Consequently, our discussion must focus 
on earlier disease endpoints such as incident and prevalent infections associated 
with cancer.

Causes and Prevalence of Sexually Transmitted Viruses

Bacterial infections have been linked to stomach cancer ( H. pylori), non-Hodgkin 
lymphoma (Epstein-Barr), and bladder cancer ( Schistosoma haematobium); how-
ever, these cancers are relatively rare among women and are presumably even more 
rare when considered for sexual minority women who comprise such a small pro-
portion of the general population. Of the viral pathogens associated with cancer, 
nearly all can be transmitted through sexual contact. Consequently, the focus in this 
chapter will be on cancers that are primarily associated with viral sexually transmit-
ted infections (STIs) known to be associated with cancer (see Table 3.1).

Sexual minority women are at risk of many STIs through skin-to-skin contact, 
mucosal contact (e.g., mouth to vagina), exposure to vaginal fluids or menstrual 

Fig. 3.1  Incidence rates for 
most common infection-
associated cancers in US 
women
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blood, and sharing of sex toys. While many STIs are less efficiently transmitted 
between same sex partners, less efficient transmission is not equivalent to zero risk. 
The remainder of this section reviews the basic epidemiology of viral STIs associ-
ated with cancer in women in general and when available LBT women.

HPV: HPV is a group of viruses that can be sexually transmitted via skin-to-skin 
contact, including oral-genital and/or digital-genital, and sharing of sex toys. There 
are more than 50 types of HPV that can infect the anogenital tract [8]; see Munoz 
et al. [9] for review. Infection with certain high-risk (i.e., oncogenic) strains of HPV 
can lead to cervical cancer; HPV has also been linked to increased risk of some 
anogenital (e.g., anal, vulvar, vaginal) and oropharyngeal cancers. Many, though 
not all, risk factors for HPV are related to sexual behavior. Sexual risk factors in-
clude unprotected sexual activity with an infected partner, number of lifetime sex 
partners and the partners’ sexual history, early age of sexual debut, and inconsistent 
condom use [10]. Non-sexual risk factors include smoking, number of pregnancies, 
and genetic factors [10].

HPV infection is sufficiently ubiquitous, with lifetime prevalence of HPV infec-
tion estimated at 80 % for women [11]. In a 2007 analysis of data from the National 
Health and Nutrition Survey (NHANES), Dunne et al. [11] reported an overall an-
nual prevalence of genital HPV infection to be 26.8 % among women between the 
ages of 14–59. There are relatively few studies that have directly assessed genital 
HPV infection among women who have sex with women (WSW). In a study of 
WSW, Marrazzo et al. detected HPV DNA in 30 % of genital tract samples of par-
ticipants and 19 % of participants who reported no history of sexual intercourse 
with a male partner [12, 13]. Studies that have focused on the presence of serologic 
antibodies for HPV 6/11 or HPV 16/18 also confirm that HPV seropositivity did 
not differ among women with no history of sex with a male partner compared to 
women with no history of sex with a male partner. These findings suggest that while 
prevalence of HPV infection in WSW may be lower than what is observed in the 
general population, WSW are at risk of HPV infection, with and without history of 
sex with men. In fact, it is possible that WSW are at increased risk of developing 
HPV-associated cancers because of their behavioral risk profile.

HIV: HIV, the virus that causes Acquired Immune Deficiency Syndrome (AIDS), 
is a blood borne infection that can be transmitted via sexual contact and sharing 
of intravenous drug use (IVDU) paraphernalia. Risk factors for HIV infection in-
clude unprotected oral, vaginal or anal sexual activity with an HIV-infected partner,  

Cervical Human papillomavirus (HPV), with or 
without HIV

Anogenital cancers HPV, with or without HIV
Oropharyngeal HPV, with or without tobacco and/or 

alcohol consumption
Liver Hepatitis B (HBV), Hepatitis C (HCV)
a Classified as carcinogenic to humans in International Agency 
for Research on Cancer Monograph 100B.2

Table 3.1  Cancers 
associated with sexually 
transmitted virusesa
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substance use, and number of lifetime sexual partners [14]. In 2011, the CDC es-
timated that 10,257 women 13 and older in the US were newly diagnosed with 
HIV [10], and approximately 0.5 % of US women are HIV positive [14]. Because 
female-to-female sexual contact is a much less efficient route for sexual transmis-
sion of HIV, the risk of HIV transmission among lesbians is believed to be low. 
Kwakwa and Ghobrial [15] reported a case of probable female-to-female transmis-
sion that was a hypothesized result of sharing of sex toys with an HIV-positive 
bisexual female partner. More recently, Chan et al. [16] reported a case of female-
to-female HIV transmission in a serodiscordant couple from Texas; phylogenetic 
analysis of the HIV strains infecting each women revealed > 98 % sequence identity 
for three genes, providing persuasive evidence that HIV was transmitted from the 
HIV + women to her HIV- partner. As noted in the above section pertaining to risk 
for HPV infection, some lesbians do engage in high risk sexual behaviors that could 
increase risk of exposure to HIV. This includes high numbers of sexual partners, 
history of sexual activity with men, IVDU, and history of sexual activity with part-
ners who are IVDU. Dworkin [17] reports that more than 20 % of IVDU are WSW. 
The reality is that WSW engage in a wide variety of sexual and other high risk 
behaviors that may lead to HIV infection with consequent increased risk of other 
infections associated with cancer.

HIV prevalence among transgender women is believed to be equal to or great-
er than that observed for other groups at high-risk for contracting HIV (e.g., men 
who have sex with men). Herbst et al. [18] reviewed studies published from 1990 
through 2003 and found a laboratory-confirmed prevalence of 27.7 % among trans-
gender women. More recently, Baral et al. [19] conducted a systematic review of 
studies published from 2000 to 2011 and noted an HIV prevalence of 21.6 % for 
transgender women in 5 high-income countries. These estimated rates are signifi-
cantly higher than rates reported among lesbian, bisexual or heterosexual women.

HBV: Hepatitis B virus (HBV), like HIV, is a blood borne infection that is fre-
quently sexually transmitted. Risk factors for HBV infection include unprotected sex 
with an infected person, history of multiple sex partners, co-occurring STI, men who 
have sex with men, IVDU share needles, syringes or other drug equipment, live with 
a person who has chronic HBV, occupationally exposed to blood, infants of infected 
mothers, hemodialysis, or travel to countries with moderate to high HBV rates [10]. 
Custer et al. [20] conducted a systematic review of published studies worldwide and 
noted that 5.4 % of the population has evidence of past or current HBV infection. 
More recently, NHANES analysis conducted by Wasley et al. [21] revealed that 
HBV infection among women is trending downward with a prevalence of 4.5 % for 
the period from 1988 to 1994 and 3.8 % for the period from 1999 to 2006. Studies 
of transmission of HBV between female partners are limited. Although not a study 
of sexual transmission per se, the previously mentioned study by Fethers et al. [22] 
found an HBV prevalence of approximately 5 % among WSW. This finding sug-
gests that prevalence rates among WSW are similar to those observed for women in 
the general population; however, it is plausible that the Fethers study over-estimates 
the true prevalence of HBV in WSW because data for the study were derived from 
attendees at an Australian STI clinic who likely have a higher risk profile.
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Prevalence data for HBV in transgender women is relatively sparse. A US-based 
study by Nuttbrock et al. reported HBV prevalences ranging from 6.5 to 36 % de-
pending upon racial/ethnic group; HBV prevalence was highest among Hispanic 
and African American transgender women [23]. Similarly high prevalence of HBV 
was observed among transgender women from Argentina [19].

HCV: The CDC reports that hepatitis C virus (HCV) infection is the most com-
mon chronic blood borne infection in the United States [10]. HCV is most efficient-
ly transmitted through large, repeated percutaneous exposures to infected blood 
(e.g., typically via IVDU). Although much less common, sexual exposures can also 
result in HCV transmission. Risk factors with sexual transmission of HVC infection 
include unprotected sex with an HCV-infected partner, history of multiple partners, 
presence of other STDs, or sex with trauma [10]. Non-sexual risk factors for HCV 
transmission include IVDU and sharing of IVDU equipment, needle stick injuries in 
health care settings, and sharing personal items (e.g., razor, toothbrush) that might 
be contaminated with traces of HCV-infected blood with an HCV-positive indi-
vidual.

Analysis of NHANES data for the period from 1999 to 2002 indicates a preva-
lence of 1.1 % among US women [24]. There is relatively little research on the 
topic of HCV among lesbian and bisexual women. The largest available study that 
has examined HCV prevalence in lesbian and bisexual women is the Australian 
study by Fethers et al. [22]. This study noted a 5 % prevalence of HCV in lesbian 
and bisexual women seen at an STI clinic. These findings could be interpreted as 
reflecting greater risk of HBV and HCV in lesbian and bisexual women; however, 
it is more likely that the Fethers data overestimate the prevalence as women in that 
study were seeking care for STI and likely engaged in higher risk behaviors that in 
turn increased risk of these STIs.

As is the case for epidemiologic data for HBV among transgender women, 
prevalence data for HCV in transgender women is similarly scant. The previously 
mentioned study by Nuttrock et al. found HCV prevalence rates among transgender 
women in a US sample to range from 3.6 to 15.7 %, with higher rates observed 
among Hispanic and African American transgender women.

Genital Herpes: While genital herpes has not been linked directly to cancer, it 
has been noted that ulcerations that occur during outbreaks, increase the risk of ac-
quiring other STIs, especially HIV [25, 26]. Infection with herpes simplex virus-2 
(HSV-2) is the most common cause of genital herpes, although cases of genital her-
pes associated with herpes simplex-1 (HSV-1) have been reported. Genital herpes 
infection is typically transmitted via genital-genital contact or oral-genital contact. 
The biggest risk factor for contracting genital herpes infection is unprotected sexual 
activity with an infected partner. Other factors that increase risk of HSV-2 infection 
include early sexual debut, history of STI especially HIV, and number of lifetime 
sexual partners, and female sex [27–29].

The CDC reports an HSV-2 prevalence of 20.9 % in the general population of 
women [10]. Like epidemiologic data for HPV infection, the prevalence of HSV-2 
among LBT is less well-known. In a study of nearly 400 lesbian and bisexual wom-
en, Marrazzo et al. [30] detected HSV-2 in 8 % of participants, most of whom were 
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unaware of their HSV-2 status. In one of the few population-based studies of HSV 
among WSW Xu et al. used data from the National Health and Nutrition Survey 
(NHANES) to estimate HSV-2 infection in WSW. Xu et al. found an overall HSV-2 
prevalence of 23.8 % and notably higher prevalences in WSW in the past year and 
WSW ever, 30.3 % and 36.2 %, respectively [31]. When prevalence was analyzed in 
conjunction with sexual orientation/identity, however, the authors found that among 
WSW ever, those who identified as lesbian had the lowest prevalence of HSV-
2 (8.2 %), while HSV-2 prevalence among women who identified as heterosexual 
or bisexual was notably higher (45.6 % and 35.9 %, respectively). In a companion 
editorial, Marrazzo [32] noted that the complex associations between sexual be-
havior (i.e., WSW) and sexual identity (i.e., lesbian, bisexual, heterosexual) must 
be considered when evaluating population-level data for STIs as issues of wording, 
method of data collection, and focus on behavior vs. identity all potentially impact 
associations yielding over or under-estimates of the true prevalence of not only 
HSV-2 but presumably of other STIs as well.

Reasons for Differences in Rates from Heterosexual 
Population

In evaluating the epidemiologic data for the STIs of interest, it is noteworthy that 
although unique risk factors for each STI-associated cancer exist, there is a high 
degree of commonality for risk factors among STIs reviewed in this chapter. One 
of the most significant and consistent risk factors for all of the infectious agents re-
viewed in this chapter is unprotected sexual activity with an infected partner. Trans-
mission dynamics for infectivity vary for same-sex and opposite-sex pairings, with 
infectivity appearing higher from male-female sexual encounters. However, two 
critical caveats must be considered. As noted earlier in this chapter a majority of 
women who self-define as lesbian have histories of sexual activity with male part-
ners. Further, the work of Marrazzo et al. and the recent report by Chan et al. has 
provided compelling evidence that women with no history of sexual activity with a 
male partner can be infected with STIs through sole contact with an infected female 
partners. It is also noteworthy that WSW and transgender women report higher 
numbers of lifetime sexual partners than their heterosexual counterparts. Number 
of lifetime sex partners is another risk factor shared by all of the cancer-associated 
STIs.

Differences in STI rates among sexual minority women compared to heterosex-
ual women appear to be largely explained by increased rates of STI risk behaviors 
such as greater number of lifetime partners [33, 35]; unprotected sexual activity 
with opposite sex partners [22] and same sex partners [35]; exchanging sex for 
money [36]; and history of intravenous drug use (IVDU) [34, 36, 37]. LBT wom-
en tend to report more lifetime sexual partners than heterosexual women. Beyond 
sexual risk behaviors, LBT women also have higher prevalence of alcohol and sub-
stances use [38–42] that may impair judgment in sexual situations leading to greater 
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sexual risk taking. Among transgender women, there are particularly high rates of 
unprotected anal receptive intercourse and other high-risk sexual behaviors [43–45] 
(e.g., multiple causal partners, sex work, sex with MSM, alcohol and substance use) 
placing transgender women at elevated risk for STIs in general and particularly for 
blood borne STIs such as HIV, HBV, and HCV associated with cancer. Considered 
together, this suggests that LBT women, as a group, have a behavioral profile that 
may increase their risk for multiple STIs associated with cancer.

Interventions

Unlike many STIs, vaccines are currently available to prevent transmission of HBV 
and certain strains of HPV (e.g., strains 6, 11, 16, and 18). The HBV vaccine is 
recommended for all infants [46] with catch-up vaccination encouraged for chil-
dren and adolescents born before infant vaccination became a recommendation. 
HPV vaccines are among those recommended for the general population of women 
between the ages of 9 to 26 years of age, but available data indicate uptake in the 
target age group has been modest [47], particularly in the United States. Review of 
public health efforts targeted to LBT women suggests that sexual minority popula-
tions are often not specifically encouraged to obtain such vaccines because their 
risk for STIs is poorly understood by medical and public health practitioners [48]. 
Although men who have sex with men (MSM) are viewed as a high-risk population 
that should obtain both of these vaccinations [49–51], the same perception is not 
widely held for LBT women. No studies or sexual programs were identified as part 
of the present review that expressly encouraged vaccination of LBT women with 
these two vaccines.

While health promotion materials exist that address safe sex practices for sexual 
minority women, these materials are not always easy to locate [52] and most have 
not been developed via evidence-based approaches. In a review of lesbian sexual 
health, Marrazzo [53] noted that no studies have directly assessed effectiveness or 
even acceptability of STI risk-reduction measures in lesbians. Barrier methods de-
signed to reduce contact with cervicovaginal secretions (e.g., gloves, dental dams, 
female condoms) are likely effective in reducing risk of STI transmission. Harm 
reduction strategies for STI prevention include getting tested regularly for STIs and 
communicating STI status to partners, avoiding fluid exchange, avoiding unpro-
tected contact, avoiding drug and alcohol use before sexual activity, and keeping 
nails short and groomed [54]. But again, evidence to suggest that LBT women are 
actively encouraged to engage in harm reduction strategies is currently lacking.

During the last decade, a limited number of small studies have evaluated in-
terventions to reduce HIV and STI risk in transgender populations. Most of these 
interventions focused on awareness and education of prevention strategies that can 
reduce risk for STIs, especially HIV. One study found that a community-based 
sexual health curriculum was successful in improving attitudes about condom use 
and decreasing sexual risk behaviors [55]. A promising study by Taylor et al. [56] 
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evaluated the Girlfriends behavioral HIV intervention. Using a pre-post design to 
assess changes in sexual risk behaviors, Taylor et al. found that a group-style risk 
reduction intervention led to a decrease in number of sexual partners and less un-
protected sexual encounters with both male and female partners [56]. In a recent 
Cochrane review of social marketing interventions to increase STI and HIV testing 
among MSM and transgender women, it was noted that multi-media social mar-
keting efforts have been effective in increasing HIV testing among MSM, yet no 
studies have examined this in transgender women [57]. While there appears to be 
recognition of the unique risk of HIV and other STI transmission for transgender 
women, this awareness has not been translated into evidence-based interventions 
that have been broadly implemented.

In general, sexual minority women are not seen by mainstream health practitio-
ners as a priority population for safe sex and STI prevention messages. For exam-
ple, it has been noted that medical health professionals have poor knowledge of the 
sexual health needs of LBT women and often do not ask about sexual orientation, 
sexual behavior or gender identity when taking patient health histories [58].

Challenges and Implications

Several challenges must be addressed in order to advance our scientific study of 
STI-associated cancers in LBT women. To begin, we must acknowledge and ad-
dress false assumptions about sexual identity, sexual behavior and gender identity at 
all levels of society. Among women who engage in sexual relationships with other 
women and who may or may not define themselves as lesbian, bisexual or trans-
gender, a majority also report histories of sex with men [59] and may continue to 
have sexual contact with men. This fluidity of sexual behavior as it relates to sexual 
identity, sexual behavior and gender identity complicates our ability to draw firm 
conclusions about how the constructs of identity and behavior with members of the 
same sex or both sexes affects risk for infection-associated cancers. Studies have 
shown that sexual behavior (e.g., WSW, WSMW) does not always align with sexual 
orientation identity (e.g., lesbian) [60, 61] or gender identity. Few studies have ex-
amined STI among sexual minority women at the intersection of identity and be-
havior, but recent analysis by Everett demonstrated that approaches that examine 
both identity and behavior, offer new insights about STIs among LBT women [62]. 
This novel approach indicates, for example, that women who identify as lesbian and 
engage in sex with women, with or without a history of sex with men have lower 
odds of STI compared to women who identify as heterosexual or bisexual. Further, 
the study demonstrated that women who identify as bisexual and engage in sex with 
both men and women are at greater risk of STI, than women who identify as het-
erosexual (regardless of sexual behavior) or those who identify as lesbian (regard-
less of sexual behavior). A similar association was identified in Xu and colleagues’ 
analysis of HSV-2 prevalence in NHANES participants. Future studies should strive 
to incorporate assessment of identity (sexual and gender) and sexual behavior in 
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studies focused on infection-related cancers in LBT women. This approach will 
optimize our ability analyze risk at the intersection of identity and behavior.

We must also address misguided beliefs and stereotypes that hinder progress in 
research, policy and practice. There appears to be a somewhat tacit belief by some 
public policy makers, health providers and scientists that women are women, and 
that it is unnecessary to systematically explore subgroups of women that might be at 
disproportionate risk of cancer. A one-size-fits-all approach is often applied to rec-
ommendations for prevention without fully understanding how the risk profiles for 
LBT women differ from those of women in the general population or appreciating 
the unique cancer disparities that exist for LBT women. Brown and Tracy [63] not-
ed that lesbians, in particular, have modifiable, behavioral risk factors for multiple 
cancers compared to women in the general population, suggesting that lesbians’ risk 
of certain cancers may be disproportionately higher. The review of epidemiological 
data for STI-associated cancers presented in this chapter presents a similar picture 
for the constellation of behaviors that increase risk of STIs associated with cancer 
not only among lesbians but also among bisexual and transgender women. Taken 
together this suggests that sexual minority women may be at elevated risk of cancer, 
particularly STI-related cancers. This conclusion remains largely hypothetical for 
lack of available data and argues for empirical studies of this important question.

Many health care providers and public health practitioners incorrectly believe 
WSW and transgender women are at low risk for STIs, despite evidence that their 
STI rates are similar and sometimes higher than those of heterosexual women. Mc-
Nair [64] presented practical suggestions for improving health care provider knowl-
edge to facilitate sexual orientation and gender identity disclosure and culturally 
competent knowledge of STI risk and strategies for prevention for LBT women. For 
improvements to be made at the practice level, we must advocate for changes to oc-
cur in medical, nursing, allied health and public health education. Advocacy efforts 
should be targeted toward ensuring that LBT women’s health is incorporated into 
the educational curricula of health care and public health professionals. In addition, 
there are many opportunities to increase efforts to implement and more broadly dis-
seminate interventions that show promise for reducing risk for all STIs among LBT 
women and particularly STIs associated with cancer.

Finally, one of the greatest limitations to our understanding of cancer burden in 
LBT women is that of data collection about sexual orientation and gender identity. 
As was stated at the outset of this chapter, our knowledge of the most basic epide-
miology of infection-associated cancers in LBT women is stymied by the fact that 
high quality, population-level data for cancer incidence, survival and mortality do 
not exist. Robust epidemiologic data to characterize disease burden, morbidity and 
mortality would provide the necessary scientific basis from which to address prob-
able cancer disparities in general, and particularly for infection-associated cancers. 
Our approach to date in exploring the critical issue of understanding and reducing 
risks for infection-associated cancers in LBT women has, by necessity, been an 
approach in which scientists have had to cobble together cross-sectional evidence 
of varying quality across numerous studies to make the case that there are prob-
able cancer disparities for LBT women. If we are to enhance our understanding 
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of basic epidemiology of STI-associated cancers in LBT women, we must start by 
integrating data collection of sexual behavior, sexual identity and gender identity 
into our national surveillance systems as crucial demographic variables, and we 
must urge members of the scientific community to adopt standards for collecting 
demographic variables related to sexual identity, sexual behavior and gender iden-
tity so that results can be compared meaningfully across studies. Sell and Dunn [65] 
and Boehmer [66] have made compelling arguments for the inclusion of sexual 
orientation and gender identity as critical demographic variables that should be in-
cluded in all surveillance and epidemiological research systems. This is a policy 
and research challenge we must overcome in order to more fully evaluate not only 
infection-associated cancer in LBT women but the burden of other cancers as well 
in LBT women.
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Abstract Accounting for individual, community, and societal factors, as well as 
historical context and life-course events, we utilize a Health Equity model to con-
sider behavioral risks and identify social determinants that may influence cancer 
risks in LGBT populations. Based on data from available research, we provide 
estimates of the prevalence of behavioral risks in LGBT communities, includ-
ing excessive drinking and substance abuse, obesity, poor nutrition and diet, and 
physical inactivity. Both upstream and downstream factors that may elevate such 
behavioral risks for cancer among LGBT populations, including those unique to 
particular subgroups, are discussed. Examples of innovative programs and inter-
ventions designed for LGBT communities to target cancer-related behavioral risks 
are briefly described. We conclude with research, practice, and policy recommen-
dations that are needed to promote health equity and reduce the disparate cancer 
burden in LGBT communities.

Introduction

In Healthy People 2020 lesbian, gay, bisexual, and transgender (LGBT) people are 
for the first time identified as U.S. national health priorities [1]. The Centers for 
Disease Control and Prevention [2] conclude that sexual orientation is a primary 
gap in health disparities research, which result from social, economic, and envi-
ronmental disadvantage. Current research indicates that LGBT people experience 
higher rates of disability [3], physical limitations [3–6], poor general health [3–5], 
and psychological distress [3–5].

The American Cancer Society [7] recognizes cancer as a significant health issue 
in the LGBT community. It is estimated that there are more than a million LGBT 
people living with cancer in the United States [8]. Cancer risks occur at many lev-
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els, from cells to society—from biological and genetic, to behavioral to environ-
mental risks. As a result of a distinct cluster of risk factors (such as higher rates of 
smoking, excessive alcohol use, and obesity), emerging evidence suggests there is 
an elevated cancer burden in the LGBT community [8–15].

Although research suggests elevated levels of cancer risks in this population, to 
date there is a lack of concrete data regarding the incidence and prevalence of cancer 
in LGBT communities [14]. Because sexual orientation and gender identity data are 
not included in national cancer registries, our understanding of cancer in these com-
munities remains limited. In recent years only a few state-level population-based 
health surveys have included sexual orientation questions, providing preliminary 
data to estimate the cancer risk in lesbian, gay, and bisexual populations, although 
not in transgender populations. Yet, cancer prevalence and risks vary considerably 
between states and regions [16], requiring broader, more comprehensive data col-
lection to better understand the cancer risks faced by LGBT populations across the 
country.

Social contextual factors, such as social networks, cultural norms, discrimina-
tion, and victimization are shaped by socio-demographic characteristics, such as 
race/ethnicity and sexual orientation [17] and strongly influence behavior [18]. Be-
havioral risk factors are personal behaviors that impact health outcomes, such as 
diet, physical activity, and tobacco and alcohol use, to name just a few [19]. Such 
behavioral risk factors, including over-eating, excessive drinking, substance use, 
poor diet and nutrition, and physical inactivity, are critical to identify and fully 
consider, since they are potentially modifiable and may be amenable to change. Fur-
thermore, behavioral risk factors can increase the risk of multiple types of cancer 
[20], and can operate synergistically with other risk factors, dramatically increasing 
the overall risk of cancer [7, 8].

This chapter will examine available evidence on the prevalence and potential 
causes of cancer-related behavioral risk factors in LGBT populations, including 
excessive drinking and substance use, physical inactivity and obesity, and diet and 
poor nutrition. When available, we will also examine prevalence rates for subgroups 
in these populations and the influence of demographic characteristics. Based on a 
Health Equity model, we will discuss potential factors associated with these be-
havioral risks, and highlight innovative programs and interventions that have been 
developed to reduce these risks. Lastly, we will identify the unique challenges that 
exist in addressing behavioral cancer risks in LGBT communities and implications 
for future practice, policy and research.

Social, Contextual, and Behavioral Risks

It is important to recognize that there are numerous types and subtypes of cancer, and 
that some risk factors are common to multiple types of cancers while others are more 
specific to a particular type. Equally important is that some risk factors are synergis-
tic. For example, obesity or being overweight, inadequate nutrition, and lack of phys-
ical activity are related and together account for approximately a third of U.S. cancer 
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mortality [21]. Such behavioral risks for cancer, along with excessive drinking and 
substance use, have been found to be elevated among various subgroups in LGBT 
populations [14]. Smoking as a primary behavioral risk for cancer will be discussed 
in-depth in a subsequent chapter so is not addressed here. The health-wealth gradient 
(i.e., lower income, education, and social status being associated with worse health) 
is also found in cancer risk [17], and the larger social context has both direct and indi-
rect effects. For example, experiences of discrimination have been implicated in poor 
general health among older LGBT adults [22, 23], while the stress associated with 
concealment of minority identity may affect psychoneuroimmunological functioning 
[24]. For example, the functionality of immune-system cells may foster metastasis of 
breast cancer to other organs and body-systems [25]. At the same time, individuals 
may use alcohol as a way to cope with stress [26].

It is also important to recognize that some health risks may have their origins 
much earlier in life. For example, sexual minority women and men report signifi-
cantly higher rates of physical [27, 28], sexual [27, 28], and psychological abuse [27] 
in childhood. Sexual minorities also report higher rates of victimization in adulthood 
than heterosexuals [27, 28], and these higher rates of victimization are associated 
with excessive alcohol use [28] and other drug abuse [29]. In the general population, 
childhood victimization is also associated with adult obesity, physical inactivity, vic-
timization, and multiple serious illnesses, among several other poor health outcomes 
[30–32]. Transgender adults also report significant rates of childhood victimization 
[33]. Recent research suggests that adverse childhood events such as these may also 
have a link to cancer in adulthood through alterations of biological systems [34]. 
Two such examples are the dysregulation of the hypothalamic-pituitary-adrenal 
(HPA) axis and subsequent allostatic load, and epigenetics, the process whereby en-
vironmental factors, including stress, induce methylation to literally switch genes 
on or off to result in disease [34–36]. Such an epigenetic “switch” has recently been 
identified in relation to breast cancer and the ATF3 gene [25].

Health Equity Model

Most LGBT health research has focused on health disparities [37–39], with limited 
attention to the full continuum of health outcomes in these communities. In this 
chapter we utilize the Health Equity model, which addresses the full health potential 
of LGBT people [40]. Health disparities are differences in population-level disease 
incidence and prevalence resulting from marginalization and economic, environ-
mental, or social disadvantage [38]. A health equity approach aims to not only re-
duce disparities, but to fully maximize efforts embedded within social contexts so 
that all people can attain their health potential [40, 41]. The behavioral risks and re-
sources that influence LGBT health must be examined in order to develop services 
and interventions that promote health equity and improve health and well-being in 
these communities.

From this perspective, LGBT health can best be understood in the context of a 
multidimensional framework, highlighting how (a) social positions and (b) struc-
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tural and environmental context intersect with (c) adverse and health-promoting 
pathways to influence the full range of health outcomes in LGBT communities [40]. 
The pathways influencing health as identified in this perspective include behav-
ioral, social, psychological, and biological mechanisms [40]. This model expands 
upon earlier conceptualizations by taking into account the historical and cultural 
contexts over the life course, including generational and cohort effects, as well as 
the intersectionality of broader social positions and health-promoting and adverse 
mechanisms, including health behaviors. Utilizing the Health Equity model is im-
portant in order to understand the complexity and range of the risks and resources 
and health indicators that influence LGBT health across the life course.

Excessive Drinking

Excessive use of alcohol increases the risk for several types of cancer, including 
oral, esophageal, breast, liver, and colorectal [42]. Alcohol is broken down through 
metabolic processes into other compounds which are toxic (e.g., acetaldehyde), and 
oxygen reactive, both of which can damage DNA; it can also increase the risk for 
cancer through interfering with the body’s ability to absorb many important vita-
mins and nutrients, as well as increasing serum estrogen, which has been linked to 
breast cancer [42].

Several studies provide evidence that LGBT populations drink alcohol exces-
sively and/or have higher rates of drug use than do heterosexuals [5, 6, 29, 43]. Data 
from the 2000 National Alcohol Survey (NAS) indicates that 12 % of lesbians and 
17 % of bisexual women met DSM-IV criteria for alcohol dependence (past-year), 
compared to 2 % of heterosexual women and 4 % of women who identified as het-
erosexual but also reported same-sex behavior in the previous 5 years [44]. This 
same study found that 10 % of gay men and 6 % of bisexual men met the criteria, 
compared to 6 % of heterosexual men and 11 % of men who identified as heterosex-
ual but also reported same-sex behavior in the previous five years; the differences 
among women were significant, while those among men were not [44].

Data from the Washington State Behavioral Risk Factor Surveillance System 
(BRFSS) indicates that older lesbian and bisexual women (8 %) are significantly 
more likely to drink excessively than heterosexual women (5 %), as are older gay 
and bisexual men (17 %), compared to 11 % of older heterosexual men [4]. Con-
versely, California Health Interview Survey (CHIS) data indicates that on average 
among adults of all ages, heterosexual men drink more than gay and bisexual men 
[45]. It may be that these conflicting findings reflect differences in the ages of the 
respective samples, or other regional sociodemographic differences (e.g., race/eth-
nicity). Population-based data from New Mexico indicates that bisexual and hetero-
sexual men binge-drink at similar rates (20 %), although the rate among bisexual 
women (24 %) is significantly higher than heterosexual women (8 %) [46]. Nearly 
half (46 %) of lesbian, gay, and bisexual high school youth in Massachusetts report 
binge-drinking in the past month, compared to 33 % of their heterosexual peers 
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[47]. Significantly higher rates of excessive drinking and other substance use by 
lesbian, gay, and bisexual youth has been found across several population-based 
studies [47].

In addition to important differences by sexual orientation and gender, it also 
appears there may be important differences by sexual orientation and age. For ex-
ample, evidence suggests that bisexual women may be at greater risk than either 
lesbian or heterosexual women [48]. Similarly, in contrast to comparably aged 
heterosexual women, lesbian and bisexual women younger than aged 50 may be 
more likely to drink excessively [9, 49], while lesbians aged 50 and older appear 
more likely to drink excessively than bisexual women of the same age [4]. Because 
research on older sexual minorities as a distinct population is still rare, these find-
ings are preliminary. There are several studies that include young, middle-aged, and 
older adults, but very few make comparisons between cohorts. On the other hand, 
there has been significantly more research on younger sexual minorities, which 
suggests that results for this age group may be more robust. The evidence indicates 
that alcohol and drug use are more prevalent among lesbian, gay, and bisexual youth 
than among their heterosexual peers. Lesbian, gay, and bisexual youth are more 
likely than their heterosexual peers to use alcohol and cocaine before the age of 13 
[47]. Substance use before age 18 is strongly associated with increased risk of abuse 
and dependency in adulthood [50].

Discrimination, internalized stigma, and expectations of rejection have been as-
sociated with increased alcohol use among sexual minority and transgender indi-
viduals [51, 52]. There is some evidence that internalized heterosexism may also 
be associated with alcohol use and alcohol-related problems among lesbians [53], 
and more experiences of rejection subsequent to disclosure of sexual orientation 
among sexual minority youth [54]. One in four transgender participants in a large 
community-based survey report abusing alcohol, after experiencing discrimination 
in the workplace [55]. Childhood maltreatment is among the stressors associated 
with earlier onset and greater prevalence of alcohol use among adults [51], which 
is one of the significant risk factors for multiple types of cancer. Risk of excessive 
drinking may also result from the significance of bars as both an important histori-
cal and contemporary social venue in LGBT communities [56]. This is further exac-
erbated by targeted marketing practices; “…alcohol and tobacco advertising works 
on LGBT audiences because gay-targeted ads make them feel desired, understood, 
safer, and more comfortable doing business with brands that recognized them for 
who they were” (Double Platinum, n.d., as cited in [57]).

Other Drugs

Unlike excessive drinking, substance abuse includes a wide variety of other drugs 
that are composed of numerous chemical compounds. Studying the relationships 
between drug use and cancer risk is further confounded by the fact that many drugs 
(e.g., cocaine, methamphetamine, heroin) are often “cut” or diluted with a variety 
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of other substances, from mannitol, which is a diuretic, to strychnine, a commonly 
used rodent poison; such toxic substances may be used in the manufacturing and 
processing of some drugs [58]. Thus, the relationship between drug use and cancer 
risk is complex and difficult to study. A review of epidemiological studies found 
conflicting results in the relationship between marijuana use and the risk of different 
types of cancer [59]. Some carcinogens found in tobacco smoke are also present in 
marijuana smoke [59], although compounds in marijuana have also shown to have 
anti-inflammatory and anti-carcinogenic properties [59, 60].

The lack of attention to sexual orientation and gender identity in most national 
surveys creates significant challenge in understanding the prevalence of drug abuse 
among LGBT people. It has been suggested that the rate of drug abuse among LGBT 
people ranges from 20 to 30 %, which is substantially higher than the 9 % estimated 
in the overall population [61]. A Washington State study of heterosexual and LGBT 
individuals seeking publicly-funded drug abuse treatment found that the four most 
common drugs for which treatment was sought were the same, although differences 
in prevalence of other abused drugs were noted [62]. The most commonly reported 
drugs used among LGBT versus heterosexual clients respectively were alcohol (50 
vs. 37 %), methamphetamine (21 % vs. 14 %), marijuana (13 % each), and heroin 
(14 % vs. 11 %). This same study found that heterosexual women and men were 
more likely to seek treatment for alcohol; lesbian, bisexual, and transgender women 
were more likely to seek treatment for heroin; and gay, bisexual, and transgender 
men were more likely to do so for methamphetamine [62].

Data from the National Epidemiologic Survey on Alcohol and Related Condi-
tions (NESARC) indicates that lesbian (26 %) and bisexual women (24 %) have sig-
nificantly higher rates of past-year drug abuse disorders than heterosexual women 
(6 %), as do gay (31 %) and bisexual men (28 %) compared to heterosexual men 
(16 %) [43]. Data from the Massachusetts BRFSS indicates that among adults aged 
40 and older, 24 % of gay men, 10 % of lesbians, 20 % of bisexual men, and 39 % of 
bisexual women used illicit drugs in the past 30 days, compared to 10 % of hetero-
sexual men and 5 % of heterosexual women [6]. High rates of substance use, as well 
as hormone therapy among transgender individuals have been noted in large-scale 
surveys, thus they may be at elevated risk for some cancers than non-transgender 
people [63].

Discrimination, internalized stigma, and expectations of rejection have been as-
sociated with increased use of drugs among bereaved gay men [64]. The experience 
of LGBT-based victimization (verbal and physical assaults) has been associated 
with greater risk of lifetime drug abuse problems [65]. Lesbian, gay, and bisexual 
young adults who are rejected by their families are more than three times as likely 
to abuse illicit drugs as those who are not [66]. More than half (57 %) of transgen-
der participants have been rejected by their families [55]. As a result of employ-
ment discrimination, transgender individuals may end up working in the “street 
economy,” which places them at increased risk for drug abuse and interpersonal 
victimization [55].
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Obesity

Obesity and being overweight are connected to as many as 20 % of cancer mortali-
ties in the U.S. [21], and have been positively linked with breast cancer (among 
post-menopausal women), colorectal, endometrial (uterine lining), esophageal, and 
kidney cancers, and may increase the risk for cancers of the gallbladder, liver, ova-
ries, cervix, aggressive prostate, as well as non-Hodgkin lymphoma and multiple 
myeloma. Having a large waistline, whether or not one is overweight or obese, is 
associated with greater risk of colorectal cancers and likely with pancreatic, endo-
metrial, and breast (among postmenopausal women) cancers [21]. The underlying 
mechanisms of risk seem to vary by cancer type, but may include inflammation, im-
mune system functioning, hormone levels, and how the body regulates hormones, 
as well as substances involved in cellular division, such as insulin-like growth fac-
tor-1 (IGF-1). Sedentary lifestyles (i.e., physical inactivity) and poor nutrition are 
significant predictors of adult obesity [67].

Lesbian and bisexual women have higher rates of being overweight or obese than 
their heterosexual peers [4, 5, 68]; and, lesbians may have higher rates of obesity 
than bisexual women [69]. Washington State data indicates that 36 % of lesbians 
and bisexual women 50 years of age and older are obese, compared to 26 % of older 
heterosexual women; 23 % of older gay and bisexual men are obese, compared to 
27 % of older heterosexual men [4]. The lower rates of obesity among gay and 
bisexual men mirror findings from the CHIS [45]. Interestingly, New Mexico data 
indicates non-significant differences in the rates of obesity among gay men (35 %) 
as compared to heterosexual men (24 %) [46].

In a study comparing lesbian and heterosexual sisters, lesbians had greater waist 
circumferences, waist-to-hip ratios, higher body-mass indices, and more extensive 
weight-cycling [70]. Demographic factors associated with being overweight or 
obese among lesbian and bisexual women include older age, less education, living 
with a partner, and poor general health [71]; African American lesbians, and lesbi-
ans that reside in urban or rural areas (as opposed to suburban) are also at higher risk 
for obesity [48]. In attempting to obscure anatomical differences in the chest and 
hips, transgender men may elect to intentionally gain extra weight [72].

Obesity is generally considered to result from individual characteristics (e.g., ge-
netics) and behaviors (e.g., overeating, poor nutrition, and lack of exercise). While 
these factors are important, recent research strongly suggests that obesity also 
spreads through social network ties, particularly friendships that are of the same-sex 
[73]. Being in a cohabiting relationship is a risk factor for obesity and overweight 
among lesbian and bisexual women [71]. Modifiable risk factors in controlling ex-
cess weight and obesity include more physical activity, consumption of more fresh 
fruits and vegetables and less sugary foods and drinks, and eating smaller portions 
[67]. Increasing physical activity in structured environments, such as fitness centers 
or exercise classes, may be more difficult for sexual minority women, as many fit-
ness facilities do not offer family memberships to same-sex headed families, and 
physical activity groups tend not to be lesbian-specific [48].
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Many lesbians who do wish to lose weight frame weight loss in the context of 
becoming healthier, rather than in the context of improving their appearance [74], 
and they may therefore be amenable to modifying nutrition and exercise to im-
prove overall health and decrease cancer risk. There is some evidence of a weight 
loss benefit to participating in a mostly lesbian group, which was found in an in-
ternationally-franchised weight loss program, even when the program itself is not 
focused on sexual minority issues [74].

Diet and Nutrition

Diet and poor nutrition are related to being overweight and obese, and are also in-
dependent risk factors for cancer [75]. The actual role that diet and nutrition plays 
in cancer has been investigated but remains somewhat unclear [76], in part, because 
foods contain many compounds and the ways in which foods are prepared may 
also be important. Diets high in vegetables and fruits likely decrease the risk of 
oral, esophageal, stomach, pancreatic, prostate, and lung cancers, possibly through 
the antioxidant properties of phytochemicals that occur naturally in plants; whole 
grain fiber has been associated with decreased risk of colorectal cancers [76]. Large 
intake of red meats, especially fatty cuts, and processed meats (e.g., bologna, hot-
dogs) have been linked with increased risk of colorectal cancer; dairy products, 
such as milk, may decrease the risk of colorectal and bladder cancers but may in-
crease the risk of prostate cancer [76]. Fatty foods in general, and foods prepared 
in fat and through frying have also been linked to increased risk of cancer [76]. 
Skipping meals and eating fast food are also associated with poor nutrition [77]. 
Again, although clear associations between nutrition and numerous cancers have 
been established, the underlying mechanisms of risk continue to be studied [76].

“Food insecurity is generally defined as having limited or uncertain availability 
of nutritionally adequate and safe foods or limited or uncertain ability to acquire 
acceptable foods in socially acceptable ways” [78]. Compilation of data from the 
Gallup Daily Tracking Survey (GDTS), the National Survey of Family Growth 
(NSFG), and the American Community Survey (ACS) indicates that regardless of 
gender, race/ethnicity, age, and educational achievement, LGBT adults (29 %) are 
significantly more likely than their heterosexual peers (18 %) to have experienced 
food insecurity in the past year [78]. New Mexico data indicates that only 16 % of 
lesbians and gay men meet nutritional guidelines for fruits and vegetables, com-
pared to 21 % of heterosexuals, and 29 % of bisexuals, although these differences 
are not significant [46]. Although percentages were not provided, CHIS data in-
dicates that gay and bisexual men’s nutritional habits are similar to heterosexual 
menʼs [45].

While sexual minority women may be aware that diet is important, they may not 
know what constitutes a healthy diet [79]. Lesbian and bisexual women are more 
likely to skip breakfast than heterosexual women [80], and are less likely to include 
fresh fruits and vegetables in their diets [68]. Lesbians, but not bisexual women 
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aged 50 and older are less likely than heterosexual women of the same age to con-
sume five or more servings of fresh fruits and vegetables daily; no differences have 
been noted between gay, bisexual, and heterosexual men [9]. There is no difference 
in reported fruit and vegetable consumption between sexual minority and hetero-
sexual women according to CHIS data [81]. Compared to non-LGBT heterosexual 
adults aged 18 and older, across LGBT demographic groups, women, Native, His-
panic, African, and Hawaiian Americans, those who identify as multiracial, those 
with less than a 4-year degree, and those who are younger are at particular risk for 
food insecurity [78].

Transgender individuals may have unique dietary issues, as some foods are in-
volved in the production of hormones; thus, some may adjust their diets in feminiz-
ing and masculinizing efforts [72]. Transgender men on testosterone therapy may 
experience deficiencies in protein, micronutrients, certain vitamins, and insufficient 
calories in their diets; some transgender women may diet excessively to appear 
more feminine [72]. Modifiable factors related to better diet and nutrition are simi-
lar to those related to obesity, such as eating more fresh fruits and vegetables, avoid-
ing foods high in fat and sugar [67], reducing red meat and eliminating processed 
meats, utilizing cooking methods other than frying in food preparation [76], avoid-
ing fast food, and not missing meals, whenever possible.

Physical Activity

Lack of physical activity is an important factor in being overweight or obese, as 
well as an independent risk factor for cancer [21, 75]. Regular physical activity 
improves immune system functioning, levels and regulation of certain hormones 
(e.g., estrogen, insulin), and reduces inflammation [82]. Regular physical activity 
has been linked to decreased risk of breast, colon, uterine, and lung cancers [82]. 
People with disabilities and physical limitations have a significantly increased risk 
for being physically inactive [83]. A diet poor in fruits and vegetables, low/interme-
diate levels of routine physical activity, and being a current or recent smoker each 
independently increase the risk of disability [84].

Lifetime experiences of discrimination and internalized heterosexism have been 
associated with increased risk of disability among older lesbian, gay, bisexual [22], 
and transgender adults [23]. Data on adults aged 50 and older indicates that 44 % 
of lesbian and bisexual women have a disability, compared to 37 % of heterosexual 
women, and 38 % of gay and bisexual men, compared to 34 % of heterosexual men; 
not only are these differences significant after accounting for age, income, and edu-
cation, but it appears that lesbian, gay, and bisexual adults experience the onset of 
disability at younger ages than do their heterosexual peers [4].

A study comparing lesbians to heterosexual women noted that about a third of 
each group had been physically inactive during the past month, but among those 
who were physically active, 37 % of lesbians had engaged in regular vigorous phys-
ical activity, compared to only 14 % of heterosexual women [85]. Data from another 
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study indicates that bisexual women and men are more likely to meet standards for 
physical activity (71 %) than are their heterosexual counterparts (54 %), as are les-
bians and gay men (60 %), although the latter is non-significant [48]. Percentages 
were not provided, but CHIS data indicates that gay and bisexual men's exercise 
habits are similar to heterosexual menʼs [45]. A convenience sample of transgen-
der men found that more than half (55 %) were physically inactive [86], although 
a large-scale survey found that 74 % of transgender and 82 % of lesbian, gay, and 
bisexual older adults engage in moderate physical activity on a weekly basis [87].

Several studies have shown that at least some subgroups of sexual minorities 
may be more likely to engage in physical activity, which may reduce risk for can-
cer. For example, Boehmer and colleagues [9] report that lesbians younger than 50 
are more likely to engage in moderate physical activities and bisexual women are 
more likely to engage in muscle-strengthening activities than heterosexual women 
of similar age. Brown and Grossmanʼs [88] analysis of data from the National So-
cial Life, Health, and Aging Project (NSHAP) suggests that respondents who report 
a history of same-sex sexual relationships are more likely to be physically active 
than their sexual majority peers.

Boehmer and Bowenʼs [81] examination of California Women’s Health Survey 
(CWHS) data indicates that women who only have sex with women are the most 
physically active, while women who have sex with both men and women are the 
least physically active, although the difference is not statistically significant. Com-
pared to heterosexuals of similar age, gay men less than 50-years old seem to have 
a higher probability of engaging in exercise that builds muscle, and bisexual men 
50-years old and older seem to have a higher probability of engaging in vigorous 
activities [9]. Fredriksen-Goldsen, Kim and colleagues [4] find that lesbian, gay, 
and bisexual adults aged 50 and older do not differ from older heterosexual adults 
in their levels of moderate physical activity. Sexual minority youth, especially boys, 
may be at increased risk for physical inactivity [89]. Emerging evidence suggests 
that transgender women and men may be hesitant to exercise for a variety of reasons 
related to bodily appearance, comfort, and perceived gender norms [72].

Cross Cutting Risks and Strengths

Although risks for cancer and many other serious diseases are often attributed in 
part to individual genetic and behavioral factors, a health equity perspective identi-
fies how larger structural factors are also important [90, 91]. Alcohol is a good ex-
ample, since LGBT people are specifically targeted for marketing; in a featured ar-
ticle in the New York Times, Absolut® vodka “celebrated 30 years of marketing” to 
the LGBT community [92]. LGBT individuals may abuse alcohol and other drugs in 
part as a response to such exposure, as well as in response to their experiences with 
discrimination [93]; even today it is still legal to discriminate against lesbians, gay 
men, and bisexual women and men in 29 states, and against transgender women and 
men in 32 [94]. An alarming finding is that sexual minorities living in communities 
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with high levels of anti-gay prejudice have an estimated 12-year shorter life ex-
pectancy, as well as higher rates of cardiovascular disease (CVD) [95], which is 
significantly associated with stress. Lesbian, gay, and bisexual populations living 
in states that have passed anti-LGBT legislation experience significant increases in 
psychological distress as a result of stress [96].

Another structural risk factor is that LGBT people experience discrimination 
in healthcare settings, which can lead them to delay treatment and/or conceal their 
sexual and gender identities [97], which in turn can directly and negatively impact 
the timeliness, type and quality of care provided [98]. Healthcare providers' preju-
dicial attitudes are also a barrier to health promotion through healthcare access, 
such as preventive screenings that are critical to early detection, intervention and 
treatment [14]. In addition to missed opportunities for education about risky health 
behaviors, irregular access to healthcare may actually increase the odds of health 
risk behaviors [99, 100].

A recent study that pooled data from the 2005–2007 Youth Risk Behavior Sur-
veys (YRBS) found that lesbian, gay, and bisexual youth in 9th to 12th grades in 
high school scored significantly higher than their heterosexual peers on 11 of 12 
behavioral risks for cancer [89]. LGBT individuals who experienced physical, psy-
chological, or sexual abuse or other adverse events in childhood may be at height-
ened risk for cancer [34]. This risk may be even greater in that childhood victimiza-
tion has been associated with increased numbers of sexual partners and other high 
risk sexual behaviors as an adult [32], which increases the risk of cancers associated 
with human papilloma viruses (HPV), including oral, cervical, and anal [101].

Based on the Health Equity model it is imperative that we recognize the strengths 
and resources of LGBT people and the protective behaviors that promote good 
health. LGBT individuals and communities are resilient, despite the challenges and 
adversity that they may face. The human agency of LGBT people and the LGBT 
community are important resources, as was seen during the height of the AIDS 
pandemic. LGBT health activism can be traced back to the 1970s, “…when the 
American Psychiatric Association (APA)—under siege from activists disrupting the 
associationʼs meetings—voted to change the classification [of homosexuality as a 
sociopathic personality disorder]” [102]. When HIV and the modes of transmis-
sion were identified, LGBT people and communities rallied from within to promote 
health and reduce risk behaviors [103]. Such health activism has continued, from 
lesbian and bisexual women's active engagement in raising awareness about breast 
cancer, to transgender women and men’s work to recognize “the need for serious 
research on biological processes related to [their] … life circumstances” [102], and 
most recently the advocacy efforts that have led to LGBT health being prioritized in 
the national health objectives in Healthy People 2020 [1].

Consider the role of similar advocacy efforts in the marriage equality movement. 
While the federal Defense of Marriage Act (DOMA) was passed by majorities of 
both Houses of Congress and was signed into law by President Clinton in 1996, 
Massachusetts became the first state to recognize same-sex marriage only seven 
years later in 2003; in 2013 the Supreme Court struck down a major provision of 
DOMA, requiring the federal government to recognize same-sex marriages [104]. 
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Currently, 19 states and the District of Columbia recognize same-sex marriages, 
with litigation pending in the remaining states and in Puerto Rico [105].

Marriage has been shown to be a protective factor in terms of both mental and 
physical health, a protective mechanism that extends to same-sex marriage [106]. 
Marriage equality is still relatively recent and while some studies have examined its 
positive relationship to health outcomes [107], research is needed to assess its influ-
ence on health behaviors. A recent research synthesis on the “effect of [traditional] 
marriage and health behaviors” commissioned by the U.S. Department of Health 
and Human Services [108] found that, among other things: the frequency of exces-
sive drinking in the year prior to and the year after first marriage declined by around 
50 % for men and 25 % for women; both women and men experience modest gains 
in weight, as well as somewhat smaller gains in physical activity; and increased 
health care access and utilization.

Community-level factors are also important in the Health Equity model. Lesbi-
an, gay, and bisexual youth who live in communities with supportive environments 
have fewer problems with alcohol abuse than their peers who reside in non-support-
ive communities [109]. Similarly, being active in HIV/AIDS organizations, as well 
as LGBT-specific community organizations, appears to moderate the relationship 
between stigma, engaging in sex under the influence, and consequent risky sex 
among gay, bisexual, and transgender Latino men [110].

LGBT individuals and their social relations and networks are important strengths; 
supportive social relationships can facilitate positive changes in health risk behav-
iors [18]. The LIVESTRONG FoundationTM (http://www.livestrong.org/) seeks to 
support and advocate for those affected by cancer. In a recent survey of cancer 
survivors, the foundation notes those who identify as LGBT are significantly less 
likely than heterosexuals to list biological family members as sources of support, in-
stead listing members of their families of choice [111]. LGBT young adults who are 
accepted by their families of origin are at decreased risk for substance abuse [112].

Some studies suggest that lesbians and bisexual women are more likely to seek 
help for an alcohol problem than are heterosexual women [44], and they may also 
be more likely than their heterosexual sisters to exercise on a weekly basis [70]. 
Although gay men's concerns with body image is often seen as a negative and may 
increase their risk for eating disorders, it may also lead them to pay closer attention 
to their diet [113]. Lesbian and bisexual women and gay and bisexual men are sig-
nificantly more likely than their heterosexual peers to engage in both professional 
mental health treatment and self-help groups [114]. Results of a large community-
based survey indicate that 75 % of transgender participants have received counsel-
ing, and another 14 % intend to do so [55]. Such positive help-seeking behaviors 
across LGBT subgroups suggest that they may be amenable to engagement in pro-
grams or services designed to promote the behavioral change necessary to promote 
good health.
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Innovative Programs and Interventions Designed to Reduce Risks

While there is a significant body of literature discussing the need for culturally 
sensitive, tailored interventions to reduce behavioral risks among LGBT people 
[115–117], there is limited evaluation of tailored interventions in modifying cancer-
related risk behaviors. Although LGBT populations are increasingly being recog-
nized as having disproportionate risks for some cancers, there appears to be a dearth 
of programs designed to address their specific behavioral risks, and very limited 
research on the programs that do exist. For example, only 6 % of the nearly 14,000 
substance abuse treatment centers in the U.S. provide programs specifically target-
ing lesbian and gay clients, and because many treatment groups are gender-specific, 
transgender adults likely encounter significant challenges accessing appropriate 
treatment [48]. Below we describe some innovative programs that have been de-
signed to reduce behavioral risks and promote good health in LGBT communities. 
Each of these programs described below is free of charge in order to increase ac-
cessibility.

Obesity, Nutrition, Physical Activity The SHE (Strong. Healthy. Energized.) pro-
gram offered by SAGE (Services & Advocacy for Gay, Lesbian, Bisexual & Trans-
gender Elders) and other agencies that serve the LGBT community consists of 12 
weekly in-person sessions designed to help older lesbian and bisexual women who 
are overweight or obese to work toward fitness goals (http://sageusa.org/newsev-
ents/events.cfm?ID=627). Each session combines information about nutrition and 
cooking with exercise and topical discussions. In a “comfortable, fun atmosphere” 
participants learn about the relationships between weight, nutrition, and physical 
activity to lead happier, healthier lives.

Reduction of Excessive Use of Alcohol Canadian high schools that have long-
standing (i.e., 3 or more years) Gay-Straight Alliances (GSAs) and LGB-specific 
anti-bullying policies have been shown to have a positive impact on lesbian and 
bisexual female adolescent problem alcohol use and its consequences, as well as 
that of heterosexual female and male adolescents [118].

The Over the Influence Book Club utilizes a harm reduction model [119], incor-
porating the principle “that people do engage in high-risk behaviors and to commit 
to helping those people reduce the harm associated with their behavior” [120]. In 
the Over the Influence Book Club in San Francisco (http://new.sfaf.org/stonewall/
assets/doc/secular-alternatives-or.pdf), instead of reading a different book each 
month, the participants “read and chat” about the book Over the Influence: The 
Harm Reduction Guide for Managing Drugs and Alcohol [121]. The group's “come 
as you are” philosophy provides a safe supportive space where facilitated discus-
sions help participants learn about various harm reduction tools and strategies, as 
well as themselves.

Drug Abuse  Seattleʼs Project NEON (Needle Exchange and Sex Education Out-
reach Network) is also a harm reduction program that targets gay, bisexual, and trans-
gender men who are engaged in methamphetamine use (http://www.projectneon.
org/home.html). In addition to raising awareness about the relationships between 
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methamphetamine use and an array of health concerns, this program seeks to 
change community norms. An effective aspect of this program is the use of Peer 
Educators who go out into the community to provide needle exchange and bleach 
kits, and educate active users about both the importance of safer drug use (e.g., 
clean needles) as well as safer sex practices. Peer Educators undergo training and 
are supervised by professional staff, and because they are current and/or former 
users themselves, they are trusted in the community.

Research

The National Cancer Institute’s Surveillance Epidemiology and End Results (SEER) 
database does not collect information on either sexual or gender identity, which 
presents a significant barrier to understanding cancer in LGBT communities [14]. 
The recent inclusion of a sexual identity question in the National Health Interview 
Survey (NHIS) will be instrumental in assessing cancer risk factors for lesbian, gay, 
and bisexual people at the national level, but no national health survey asks gender 
identity questions, so the prevalence of risk factors for cancer for the transgender 
population will remain unknown. In fact, even most existing state-level health sur-
veys (e.g., the Washington BRFSS and the CHIS) that assess sexual orientation 
do not include gender identity questions, with the exception of Massachusetts’s 
BRFSS [122]. Including these questions in both state and national health surveys 
will be instrumental in identifying the incidence, prevalence, and geographic varia-
tions in cancer and behavioral cancer risks among LGBT populations.

Research is needed that further delineates pathways by which health outcomes 
can be influenced by risk factors resulting from sexual and gender minority status. 
Based on the Minority Stress Model [24] both discriminatory acts and internal mi-
nority stressors (i.e., expectations of rejection, concealment of minority identity, 
internalized stigma) can create stress resulting from one’s sexual and/or gender 
identity minority status [23, 24, 123–125]. Based on the Health Equity model, the 
interplay of structural factors such as social exclusion and discrimination, in com-
bination with the presence or absence of personal and social resources may also 
result in adverse health behaviors [37, 40], some of which have been linked to the 
etiology of cancer. Continued research is needed to test the efficacy of such models 
in identifying multi-level pathways of risk.

Research must also be responsive to the identification of new risk factors as they 
emerge, such as the recent recognition that lack of sleep may create cancer risk 
[126]. A study using a convenience sample has examined the relationship between 
sexual orientation and sleep; results suggest that lesbians and gay men have shorter 
sleep durations than their heterosexual peers [127]. One of the main diagnostic cri-
teria for depressive and anxiety disorders is sleep disturbances [128], and popula-
tion studies have documented higher rates of these disorders among lesbians, gay 
men, and bisexual women and men [129].



514 Addressing Behavioral Cancer Risks from a LGBT Health Equity Perspective

More research is clearly needed to investigate linkages between stress and can-
cer. Through epigenetics and the gene-environment interaction, researchers have 
recently identified that the ATF3 gene is activated by stress, which affects the func-
tionality of immune-system cells and may foster metastasis of breast cancer to other 
organs and body-systems, and independently predicts consequent morbidity [25]. 
Another line of research has identified a possible link between adverse childhood 
experiences, such as abuse, and cancer, which is not accounted for by other fac-
tors, such as smoking [34]. To date most of the extant research on LGBT cancer is 
cross-sectional in nature. While these studies provide helpful insights, findings are 
limited in terms of understanding health trajectories and addressing risk reduction. 
Longitudinal studies and those which include biological markers may significantly 
contribute to our understanding of underlying pathways of cancer risk.

Practice

Programs and interventions must address the heterogeneity of LGBT populations. 
In fact, programs have rarely been developed to attend to the unique needs of bi-
sexual and transgender people, yet research demonstrates that they are vulnerable 
and may have distinct unmet needs [23, 55, 87, 130]. It is also imperative that 
intersecting social positions and identities of LGBT people be considered in order 
to develop culturally responsive interventions. In developing behavioral interven-
tions, trust and credibility of providers are important considerations [131]. It is also 
important to consider the inclusion of members of the targeted population in the 
early development of tailored interventions for LGBT communities. It has also been 
suggested that social and recreational activities may be important to supplement the 
specific focus on behavior change [132].

Because of a long history of discrimination and marginalization, many LGBT 
people are fearful of accessing healthcare, both in the larger community and within 
LGBT communities [87]. Many who have accessed care have either been denied 
care or received inferior care because of their perceived sexual orientation or gender 
identity [87]. As a result, significant numbers of LGBT people have not disclosed 
their sexual orientation or gender identity to their medical providers [87], which can 
have serious negative consequences for health [98]. When LGBT people do dis-
close, they are at heightened risk for discrimination; medical providers themselves 
acknowledge discrimination exists within medical settings [133, 134]. Delay in ac-
cessing healthcare can have serious consequences for cancer-related mortality, as 
early detection can make a significant difference in cancer treatment and outcomes 
[20].

Experiences of heterosexism and homophobia in health care settings, and barri-
ers to health insurance and access, may contribute to the under-utilization of cancer 
screenings by lesbian and bisexual women [135–141]. The experience of discrimi-
nation in medical settings based on sexual orientation may be further complicated 
by racial discrimination. Gay and bisexual men are more likely to be tested for 
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colorectal cancer than are heterosexual men, but with the exception of gay and 
bisexual men living alone, there is no difference in prostate-specific antigen (PSA) 
testing based on sexual orientation [142]. However, gay and bisexual African Amer-
ican men are less likely to be screened than either heterosexual African American 
men or gay and bisexual Non-Hispanic White men [142]. Furthermore, lack of rec-
ognition of the unique needs of transgender people in healthcare settings can result 
in compromised quality of care and under-utilization [143].

The experiences of LGBT patients in health care settings can be improved by 
training medical students and providers. This may result in more LGBT-friendly 
healthcare settings and opportunities for LGBT patients to safely disclose their 
sexual orientation and gender identity and confide in providers about health-related 
issues they would not discuss if they perceived a hostile or insensitive setting. Ex-
posure to LGBT patients during clinical training has been shown to positively affect 
medical students’ attitudes about LGBT patients, knowledge about LGBT health-
care concerns, and clinical interactions with LGBT patients [144].

Surveyed LGBT cancer patients suggest that healthcare workers providing can-
cer care be educated about the following issues pertaining to being LGBT and being 
diagnosed with cancer: the role that stigma plays in LGBT healthcare; the influence 
that the local healthcare environment has on the LGBT patient experience, and how 
highly variable environments can be; the degree to which disclosure about sexual 
orientation or gender identity is influenced by a patient’s sense of perceived safety; 
the fact that respecting LGBT patients must also include respecting their support 
teams; the way that LGBT cancer patients are alienated by pervasive expectations 
of gender conformity; and the need of LGBT cancer survivors for culturally appro-
priate information and support [145].

There are unique challenges in addressing risk within LGBT communities, and 
risk reduction and prevention more generally. For example, some risk behaviors 
(e.g., alcohol and drug use) have been a normative aspect of LGBT culture and 
community in the past, which should be considered in treatment. LGBT individuals 
as “a group” may not be comfortable in drug abuse treatment programs in the gen-
eral community, due to anti-LGBT attitudes and behaviors of providers, other group 
members, and agencies themselves. The “one size fits all” assumption implicit in 
grouping LGBT people under the same umbrella may also create significant chal-
lenges. Furthermore, lesbian and bisexual women and gay and bisexual men may 
be uncomfortable in drug abuse treatment groups that are not segregated by sex. 
Another challenge is heterosexism in mainstream behavioral risk reduction pro-
grams. For example, many physical fitness programs designed for adults are held in 
organizations which may be overtly or covertly hostile to LGBT people. Similarly, 
sports and other organized physical fitness activities may be anti-LGBT, even at 
younger ages [146].

Patients and providers need to be aware of cancer related resources available 
within the LGBT community. For example, the National LGBT Cancer Network 
(http://www.cancer-network.org/) provides access to online LGBT cancer support 
groups, cultural competence training modules, and a database for “LGBT-friendly 



534 Addressing Behavioral Cancer Risks from a LGBT Health Equity Perspective

cancer treatment facilities.” The Lesbian Cancer Initiative (http://www.gaycenter.
org/health/lci) of the Lesbian, Gay, Bisexual, and Transgender Community Center 
in New York provides in-person services (e.g., mammography, support groups).

Policy

Because sexual orientation and gender identity information is not included in the 
National Cancer Institute's SEER registry [14], policymakers do not have vital infor-
mation necessary to make informed decisions regarding the allocation of resources 
to address cancer and behavioral cancer risks in LGBT communities. Similarly, the 
Institute of Medicine [14] strongly recommends including sexual orientation and 
gender identity in electronic health records as an important avenue for collecting 
patient-level data and information on LGBT populations.

Multi-level interventions are needed to confront structural and environmental 
factors that may be linked to cancer risk in LGBT communities. Although most 
interventions target individual behavior change, it is equally important to develop 
an upstream approach and target larger systems and environmental and structural 
change to promote better health outcomes. To this end, policy studies are needed 
to assess health changes resulting from shifting structural and environmental con-
texts. Changing community norms and behaviors, as potential intervention points, 
may be used to enhance social capital to promote behavior change. For example, 
identifying additional sponsors and funding sources that promote healthy products 
at community events can influence community norms by creating healthy options as 
well as reducing reliance on alcohol and tobacco-related companies as they market 
to LGBT people.

Unlike the general population, wherein biological and legal family members 
provide the majority of informal caregiving, including caring for loved ones with 
cancer, LGBT people tend to provide such care to and for each other [87]. Yet, 
because these relationships are generally not recognized as such, important instru-
mental support may be denied [147]. Less than 40 % of LGBT adults have executed 
legal documents such as durable power of attorney for healthcare or living wills 
that allow someone else to make healthcare decisions on their behalf [148]. This 
will have profound implications for end of life care, in terms of both palliative 
and hospice care. Older lesbians and gay men living in states that do not recognize 
same-sex relationships are significantly more likely to be afraid of both dying alone 
and dying in pain than their counterparts residing in states that do recognize such 
relationships [149]. Policy change at local, state, and national levels are needed to 
recognize same-sex relationships and the role of friends and others in providing 
both instrumental and respite support for members of the LGBT community living 
with, or caring for someone with cancer.

Policies also impact LGBT cancer risks in other important ways. For example, 
alcohol and drug abuse programs and media tend to target younger LGBT people, 
despite evidence that LGBT older adults also drink excessively and use illicit drugs 
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at disproportionately high rates. For example, while the Healthy People 2010 chap-
ter on alcohol and drug abuse among LGBT populations opens with the statement, 
“substance abuse is pervasive and affects all populations, youth to elderly, in the 
United States” [150], the chapter is overwhelmingly targeting LGBT youth, includ-
ing the recommendations. Programs that do promote risk reduction among older 
adults, such as physical activity, tend to target heterosexuals.

Even within LGBT communities, policies by and large fail to recognize cancer 
risk as a serious health issue. Agencies and programs that serve LGBT people are 
ideally situated to communicate cancer risks that LGBT people face. In addition to 
communicating this information, it is necessary to provide free or low-cost cancer 
screenings specific to uninsured or underinsured subpopulations at risk (e.g., breast 
and cervical cancer for lesbians and bisexual women and transgender men, pros-
tate cancer for gay and bisexual men and transgender women). Policies supporting 
prevention and early detection are also needed, as both policymakers and individu-
als in high-risk groups may be unaware of their risk. The returns of such a public 
health approach are evident in the impact that free screenings for HIV have had in 
the United States. Overcoming barriers increases the likelihood of early detection 
and treatment of cancer. By making free or low-cost screenings more readily avail-
able, cultural and social norms to access such services may be positively influenced 
with long-term public health benefits. Mainstream agencies and programs should 
also engage in targeted outreach efforts, using communications (e.g., language and 
imagery) that are culturally sensitive to LGBT people and their families.

Conclusion

This chapter illustrates cancer-related behavioral risks in LGBT populations. Based 
on the Health Equity model, the risks identified result from behavioral factors as 
well as larger sociocultural forces. Excessive use of alcohol and other drugs, weight 
management, diet, and physical activity are all related to cancer risks and are critical 
determinants of morbidity and mortality in the general population. It is imperative 
to better understand the complex ways in which individual behaviors, community 
norms, and larger social contexts interact to create and maintain cancer risks in 
LGBT communities. It is imperative that tailored community-based prevention ef-
forts and interventions be designed and tested to improve health and promote health 
equity in these communities.
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Abstract Tobacco use is the single most preventable cause of cancer. Smoking 
prevalence among lesbian, gay, bisexual, and transgender (LGBT) persons is sig-
nificantly higher than in the general U.S. population. This health disparity likely 
originates during sexual minority adolescence, when smoking initiation occurs ear-
lier and maintains at higher rates than for their heterosexual peers. Among youth, 
identifying as bisexual and being female, and experiencing more victimization 
increase risk for smoking. For LGBT adults, alcohol, substance use, and depression 
are often associated with smoking. One hypothesis proposes that disparate LGBT 
tobacco use is driven by sexual minority stress resulting from externally imposed 
and internally incorporated stigma and victimization. If true, does engagement in 
a validating LGBT community protect against the risk of smoking? Research find-
ings suggest a more complex question, depending upon age of the person, number 
and type of LGBT organizations, and perhaps whether they have active tobacco 
control programs. Definitive answers await further research. LGBT tobacco con-
trol advocates have developed community-based smoking cessation programs, such 
as The Last Drag, tailored to LGBT persons, held in LGBT-serving venues, and 
assuring a supportive context for smoking cessation. Evaluations of community-
based programs are encouraging. A marked paucity of LGBT-tailored or targeted 
randomized controlled cessation trials exist, and some studies not tailored or lim-
ited to LGBT smokers show cessation rates equivalent for LGBT and heterosexual 
persons. Multi-site studies encompassing different regions of the country beyond 
the two coasts could address the likely complex efficacy issues of tailored vs. non-
tailored smoking cessation interventions for LGBT smokers.

Tobacco use is the single most preventable cause of disease, disability, and death 
in the United States [14] and the single most preventable cause of cancer [73]. 
The 2014 U.S. Surgeon General’s Report increased the number of cancers caused 
by smoking to include liver and colorectal cancers, bringing the total to nearly 20 
different cancers linked to tobacco use[65]. In 2012, 18.1 % of the general U.S. 
population smoked cigarettes, the prevalent form of tobacco use [16]. Given the 



64 J. E. Burkhalter

toll of smoking on the nation’s health, disparities in the burden of smoking in sub-
populations are of particular concern. Evidence began to emerge in the 1990’s that 
smoking was significantly more prevalent in the LGBT community than in the gen-
eral U.S. population. Over the last two decades LGBT individuals and tobacco pre-
vention and control advocates and experts have organized and responded from the 
grassroots, research, treatment and policy spheres to address the community’s to-
bacco use problem. This chapter provides an overview of the history of the tobacco 
control movement in the LGBT community, empirical support for smoking dispari-
ties, factors related to LGBT tobacco use, theoretical frameworks for understanding 
disparities, cessation interventions targeting the community, and a discussion of 
opportunities and challenges that lie ahead.

History

In the U.S. during the late 1980’s, smoking bans on domestic airlines, accumulating 
evidence of the harms of involuntary smoke exposure [72] and a growing list of 
cities and states enacting indoor and outdoor smoking restrictions provided momen-
tum for critical public health events in the next decade. The decade of the 1990’s 
saw increasing convergence of legal actions and policy advances at the federal, 
state, and community levels to propel forward tobacco prevention and control activ-
ities within and outside the LGBT community. Among these were the 1992 U.S. En-
vironmental Protection Agency’s report on the adverse effects of secondhand smoke 
[75], the FDA’s 1995 attempt to regulate tobacco products, California becoming the 
first state to pass a comprehensive, statewide smoke-free air law (1998), and the 
landmark Master Settlement Agreement in 1998 between the attorneys general of 46 
states and the tobacco industry to reimburse state governments for tobacco-related 
health costs and to fund tobacco prevention and control programs [49]. In 1991, the 
Coalition of Lavender-Americans on Smoking and Health (CLASH) was formed 
in San Francisco and provided “The Last Drag,” the first known community-based 
cessation program targeted to LGBT smokers and using evidence-based strategies 
[25, 69]. This multi-session group program has been disseminated through training 
to other states and cities and remains active to this day.

During the same period, published research was emerging that showed elevated 
prevalence of smoking among lesbian and bisexual women [6, 23]and gay and bi-
sexual men [67], when compared to the general population or their heterosexual 
counterparts, further raising awareness of the tobacco problem in community and 
academic settings. In parallel with the larger public discourse about the impact of 
cigarette marketing on smoking among U.S. youth and other subpopulations, policy 
experts, researchers and the LGBT community became more conscious and critical 
of LGBT-targeted cigarette marketing [28, 77], further bolstering tobacco control 
efforts. The release of tobacco industry internal documents as part of the Master 
Settlement revealed that over a period from 1995 to 1997, R.J. Reynolds intended to 
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increase its Camel brand’s share of the market in San Francisco via subculture urban 
marketing that included gay people in the Castro district, called “Project SCUM,” 
[71]. The disrespect embedded in the project name and the targeting of the LGBT 
community fueled critical response, counter-advertising [77], and provided a potent 
weapon for anti-tobacco organizations, e.g., Legacy’s “truth” campaign [1] and ad-
vocates in the LGBT community.

Tobacco control became entangled in the activities of the AIDS Coalition to Un-
leash Power (ACTUP) [22], which sought ways to counter the work of then senator 
Jesse Helms of North Carolina, an ardent foe of AIDS and LGBT activists [54]. 
Philip Morris, the cigarette manufacturer and owner of Miller Brewing, provided 
financial support to Helms. ACT-UP led a national boycott of the company’s to-
bacco products and then expanded this to Miller beer. The two parties settled the 
boycott in 1991, with Philip Morris agreeing to provide financial support for AIDS 
organizations but continuing support for Helms. Soon after, Philip Morris placed 
its first advertisement in a gay magazine [55]. Ironically, this agreement provided 
a doorway to sometimes closer relations between the tobacco industry and cash-
starved LGBT organizations, which gained a benefactor [54]. As Offen et al. [53] 
documented in interviews with leaders of 76 LGBT organizations across the U.S. 
from 2002 to 2004, that arrangement fostered normalization of tobacco use. They 
found that 22 % of these leaders had accepted tobacco industry money, and only 
24 % of those interviewed said smoking was a priority concern. This period also 
saw the advent of “gay vague” advertisements in LGBT publications, in which a 3rd 
person was introduced into a smoking scene, creating ambiguity about whether the 
attraction was between two of the same sex, different sex, or both, enabling LGBT 
viewers to perceive the former while providing cover for the advertiser to deny such 
an interpretation [50]. Providing visibility, no matter how ambiguous, could be seen 
as progress for the LGBT community fighting for acknowledgement of its existence 
and rights at that time, while opening up an untapped market for tobacco products.

Early voices in the tobacco control and LGBT community, such as CLASH, [28, 
54, 77] warned of the impact of the tobacco industry targeting the community. In 
2002, the American Legacy Foundation (now called Legacy) awarded grants to di-
verse LGBT organizations to prevent and reduce tobacco use [2]. Under the leader-
ship of Scout at the Fenway Institute, the National LGBT Tobacco Control Network 
was founded with support from the Centers for Disease Control (CDC) and became 
a locus for organizing and promoting LGBT tobacco control efforts in communities 
across the nation, including sponsorship of the national LGBT tobacco summits 
[70]. In 2004, the Network issued The National LGBT Communities Tobacco Ac-
tion Plan: Research, Prevention, and Cessation, which has served as a blueprint for 
initiating and maintaining tobacco prevention and control programs and activities in 
the LGBT community. Many LGBT community-based organizations offer tobacco 
cessation programs that provide a welcoming environment and tailored support for 
smokers to pursue abstinence, as well as fostering new generations of tobacco con-
trol activists, researchers, and policy experts. Next, the scope of the smoking and 
tobacco use problem for the LGBT community is presented.
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Prevalence of Smoking in LGBT Community

The gold standard for collecting prevalence data on a disease risk factor such as 
smoking is to use population-based sampling methods that assure that the sample 
of individuals drawn from the general population represent important characteris-
tics of the general population, meaning here the U.S. population. Population-based 
samples can be contrasted with “convenience samples” whereby data are collected 
from a group of individuals who can be more easily accessed but who may not 
represent the characteristics of the larger population to which they belong [47]. 
Presented below are definitions of statistical terminology [51], as diverse statistical 
terms are used by different researchers in presenting smoking data. Median is the 
middle value of a sequence of ordered data, the value where 50 % of data are below 
and 50 % of data are above that value. A prevalence rate is the total number of cases, 
for example, of current cigarette smoking, existing in a population divided by the 
total population number, including both smokers and nonsmokers. Prevalence is 
influenced by initiation of smoking and rates of cessation. An odds ratio (OR) is a 
measure of association between a risk factor (e.g., being LGBT) and an outcome 
(e.g., smoking). The OR represents the odds that an outcome (e.g., smoking) will 
occur given a particular risk factor (e.g., being LGBT), compared to the odds of the 
outcome occurring in the absence of that risk factor (being heterosexual) [68]. An 
odds ratio is reported along with its 95 % confidence interval (95 % CI), which is 
used to estimate the precision of the OR. It is common practice to interpret the OR 
association as being statistically significant if the 95 % CI range of values does not 
include the “null value” of 1, which would indicate, for example, that being LGBT 
was associated with a 50/50 odds of being a smoker, or OR = 1. A larger CI denotes 
a lower level of precision of the OR, while a smaller CI indicates a higher precision 
of the OR.

The methods by which sexual orientation and gender identity are assessed often 
vary across studies, and the definitions of “current smoking” may also vary, making 
cross-study comparisons difficult. When only subgroups of the LGBT community 
are studied, this will be indicated by using subgroup acronyms. Fortunately, in re-
cent years the more widespread incorporation of standard assessment items for sex-
ual and gender identities and tobacco use have aided interpretation of new findings 
in relation to prior data. To aid in interpretation, this chapter places more weight on 
studies using population-based sampling methods, standard measures of tobacco 
use, and commonly used measures of sexual orientation and gender identity than it 
does other studies. Next, prevalence data for youth and then adults are presented.

Youth For the purposes of this chapter, studies that included those younger than 
age 18 years (but could include young adults) or students at high school level or 
lower are cited. The disparities in smoking prevalence observed in the adult LGBT 
population likely originate during adolescence and emerging adulthood. Early on, 
Garofalo et al. [27] observed higher rates of smoking among Massachusetts youth 
in grades 9–12, who identified as gay, lesbian, or bisexual in the state’s Youth Risk 
Behavior Surveillance Survey (YRBSS) [13], a CDC-designed, state-based survey 
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of health risk behaviors of youth in the U.S. They found that 59.3 % of LGB youth 
were current smokers compared to 35.2 % of the non-LGB youth. This tobacco 
use disparity in Massachusetts was confirmed subsequently by YRBSS findings in 
Colorado [10].

In 2011, researchers at the CDC reported prevalence of LGB risk behaviors as-
sessed through YRBSS surveys conducted in seven states and six large urban school 
districts [15], a marked expansion of efforts to understand LGBT youth health dis-
parities. Population-based sampling was used and data were collected on both sexu-
al identity and sexual contacts, i.e., same sex only, opposite sex only, or both sexes. 
Among the many health behaviors assessed, 12 measures of tobacco use or attempts 
to quit were reported, as adolescent and young adults often experiment with tobacco 
and may not have stable patterns of smoking typical for most adult smokers [11]. 
Median current cigarette use (smoked on at least 1 day in the 30 days before the 
survey) was as follows: lesbian and gay, 30.5 %; bisexuals, 30.8 %; heterosexuals, 
13.6 %, and; unsure, 18.2 %. Current frequent cigarette use, in which cigarettes are 
smoked 20 or more days during the prior 30 days before the survey, was, for lesbian 
and gay, 15.5 %; bisexuals, 16.7 %; heterosexuals, 5.1 %, and; unsure, 7.3 %. Simi-
lar patterns of elevated prevalence for LGB youth were observed for having ever 
smoked a cigarette, having smoked a cigarette before age 13 years, having smoked 
> 10 cigarettes per day (CPD) on days when they smoked in the prior 30 days, and 
smokeless tobacco and cigar use. Any current tobacco use (current cigarette use, 
smokeless tobacco use, or cigar use) figures were for lesbian and gay, 35.4 %; bi-
sexuals, 39.6 %; heterosexuals, 18.9 %, and; unsure, 20.5 %. Prevalence data for bi-
sexuals were not markedly different than for gay and lesbian youth. Analyses using 
sexual contacts (behavior rather than sexual identity) yielded somewhat different 
results, but they confirmed the overall pattern of tobacco use disparities. Finally, 
youth were asked if they had tried to quit smoking during the 12 months before the 
survey, and for lesbian and gay, 52.3 % had tried; bisexuals, 55.5 %; heterosexuals, 
54.4 %, and; for those unsure, 66.2 % reported trying to quit. Thus, there is some 
promising news in that LGB youth appear to be trying to quit at rates similar to 
those seen with heterosexual youth, despite the more prevalent tobacco use.

More recently, Corliss et al. [20] also used YRBS survey data from 13 jurisdic-
tions and found similar overall results as Kann et al. [15] above regarding tobacco 
use disparities by sexual orientation identity and the sex of sexual contacts, but they 
also examined interactions of race, ethnicity, gender, and age with sexual orienta-
tion identity. Across five different smoking variables, they observed that Black and 
Asian/Pacific Island LG youth, when compared to their respective race or ethnic 
heterosexual counterparts, were at elevated risk for cigarette use. Bisexual females, 
compared to bisexual males, and adolescent girls reporting sexual contacts with 
both sexes, compared to those reporting only opposite-sex contacts, were also at 
higher risk for cigarette use. These data support the value of larger datasets that cap-
ture not only sexual orientation data but enable the exploration of the intersection of 
race, ethnicity, age, and gender variables with tobacco use and the identification of 
disparities within these subgroups.
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The strengths of the YRBS survey data include population-based sampling, large 
samples of youth, and standard questions that enable comparisons across states and 
years, but they are cross-sectional data, do not include homeless youth and those 
not in public schools, and the data are generalizable only to the states participating. 
Although some state YRBS surveys assess more than one facet of sexual identity, 
e.g., items about sexual orientation identity and the sex of those with whom they 
have had sexual contact, most studies examining smoking prevalence and corre-
lates measure sexual orientation by assessing self-identity. Recently, researchers 
[7] found lack of concordance among methods used to assess sexual orientation—
self-identity, sexual attraction, and sexual experience—in their study of n = 3,963 
youth ages 15–24 years in the National Survey of Family Growth. Sexual experi-
ence rather than identity or attraction was the most consistent predictor of substance 
use, including tobacco. Thus, particularly among youth, sexual identity is a work in 
progress and relying on only one measure of sexual orientation may not accurately 
describe their patterns and the correlates of tobacco use. Future research of sexual 
minority youth’s tobacco use can contribute to a more nuanced understanding by 
incorporating a multidimensional assessment of sexual identity and the perspectives 
of developmental-stage theories of identity development [24].

In summary, the cumulative population-based survey data indicate disparate to-
bacco use among LGB youth compared to their heterosexual counterparts, although 
data are often limited to certain regions of the country. LGB racial, ethnic, and gen-
der subgroups are at higher risk for smoking than their heterosexual peers. Smoking 
data are lacking for transgender and gender nonconforming youth.

Adults A solid and growing body of published research using national, population-
based sampling indicates that the prevalence of smoking among lesbians, gay men, 
and bisexual men and women is significantly elevated when compared to smoking 
prevalence for their heterosexual counterparts. Smoking prevalence data for trans-
gender persons have not been collected [42] in most population-based surveys, and 
the existing studies that do use varying methods to sample the transgender sub-
population. A systematic review of the tobacco research literature conducted by 
Lee et al. [42], and spanning nearly two decades up to mid-2007, found that sexual 
minority men and women have 1.5 to 2.5 times the odds of being current smokers 
when compared to their heterosexual counterparts. More recent tobacco use data 
from 10 states participating in the CDC Behavioral Risk Factor Surveillance Sur-
vey (BRFSS) [4] and assessing sexual orientation and gender identity in 2010, are 
consistent with that review. Specifically, lesbians had nearly twice the odds of being 
a current smoker compared to heterosexual women (OR = 1.91, 95 % CI = 1.26, 
2.91). Bisexual women had over twice the odds of being a smoker (OR = 2.13, 95 % 
CI = 1.33, 3.42). In terms of smoking prevalence, 19.1 % of lesbians were current 
smokers, whereas 29.7 % of bisexual women and 11.7 % of heterosexual women 
smoked. Both gay men and bisexual men had nearly twice the odds of being a cur-
rent smoker compared to heterosexual men (respectively, OR = 1.93, 95 % CI = 1.27, 
2.93; OR = 1.92, 95 % CI = 1.04, 3.53) [4]. The prevalence of current smoking was 
22.9 % for gay men, 33.3 % for bisexual men, and 15.8 % for heterosexual men. As 
the authors noted, the limitation of these data include the absence of any southern 
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state among the 10 states reporting BRFSS data; therefore, they are not representa-
tive of the U.S. population, and assessment of sexual orientation varied across states.

The strongest evidence for smoking disparities for transgender persons comes from 
the 2004 California Tobacco Use Survey, which used a strong sampling methodol-
ogy to adequately sample the LGBT population in that state [9]. Smoking prevalence 
for transgender respondents was 30.7 %, compared to 30.4 % for the LGBT sample 
overall, indicating prevalence nearly double that of the general California population 
at 15.4 %. Showing data consistent with the California findings but using a very dif-
ferent sampling approach was the 2010 National Transgender Discrimination Survey 
[31]. The survey was conducted by contacting over 800 transgender-led or -serving 
community-based organizations in the U.S., and the outreach yielded 6,450 valid 
survey responses from all 50 states. Some 88 % of the sample identified as either 
female-to-male or male-to-female. Thirty percent of the transgender sample reported 
daily or occasional smoking, compared to the U.S. general population adult smok-
ing prevalence of 20.6 % at the time of the survey. Notably, 70 % reported wanting 
to quit smoking, similar to national population data [74]. A third study reported in a 
conference abstract secondary analyses from an internet-based HIV risk reduction in-
tervention targeting transgender persons [38]. The sample size was n = 1,106, 80.3 % 
Caucasian, with a mean age of 33 years, and over 80 % had some post-high school 
education. Smoking prevalence was 41 % overall, with higher prevalence among the 
female-to-male (FTM) subgroup (47.5 %) compared to the male-to-female (MTF) 
subgroup (36.1 %). These three studies begin to fill the data gap on smoking preva-
lence for transgender persons. Using different sampling methods, they have arrived 
at prevalence figures indicating smoking rates substantially higher than seen in the 
general population and equivalent to or higher than rates for LGB persons.

Rath et al. [59] reported fine-grained data on characteristics associated with LGB 
tobacco use and diverse types of tobacco products in the Legacy Young Adults Co-
hort, a nationally representative longitudinal sample of young adults ages 18–34. 
Prevalence of current cigarette use within the past 30 days was significantly higher 
for LGB respondents: 35 % for lesbians and gay men; 27 % for bisexuals, and; 18 % 
for heterosexuals. LGB young adults, compared to heterosexual counterparts, were 
more likely to have ever visited a hookah bar or restaurant, and used cigars, little 
cigars, cigarillos, or bidis, and dissolvable tobacco products.

In conclusion, consistent findings using population-based sampling or inten-
sive community sampling indicates significantly higher smoking prevalence in all 
LGBT subpopulations compared to heterosexuals. Within the LGBT population, 
bisexuals and transgender persons may be at higher risk for tobacco use.

Factors Associated with Smoking in the LGBT Community

Identifying the correlates of tobacco use and potential causes of elevated preva-
lence of smoking in the LGBT community is important because doing so provides 
actionable information for increasing awareness of the tobacco problem within the 
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LGBT community by advocates, arming tobacco control experts, and motivating 
funding sources to address the problem. As Blosnich et al. [3] observed in their 
review of risk factors and correlates of tobacco use in the LGB population, these 
can be divided into two broad categories: Factors unique in type or intensity for 
sexual minorities, and factors common to both sexual minorities and the general 
population. This approach is helpful in thinking about future tobacco use prevention 
programs targeted or tailored to LGBT youth, as well as cessation interventions for 
current smokers. Comparisons of LGBT smokers and nonsmokers across sociode-
mographic and psychosocial characteristics may also shed light on protective and 
risk factors for smoking.

Youth LGB adolescents compared to heterosexual youth are more likely to start 
smoking at an earlier age and report current smoking [19, 20]. In general, adoles-
cents who smoke compared to those who don’t are at greater risk to become regular 
smokers in adulthood [17]. There is variability in risks for smoking within sexual 
minority subgroups. A meta-analysis of 18 studies examining sexual orientation and 
adolescent substance use found that being female (vs. male) or bisexual (vs. gay 
or lesbian) were associated with higher risk for smoking [49]. Bisexual identity, 
compared to lesbian/gay or heterosexual identity, as a risk factor for higher risk for 
tobacco use and other risk behaviors [49] was confirmed in later YRBSS data [11]. 
Victimization, such as verbal or physical harassment due to being LGB, is longitudi-
nally associated with LGB smoking status [52], and LGBQ (queer-identified youths 
were included) youths experiencing high victimization levels also had higher smok-
ing levels and other health risk behavior compared with heterosexual youths report-
ing low levels of victimization [5]. In the latter study, LGBQ youth who reported 
low levels of victimization had health risk behavior profiles similar to heterosexual 
youth, and LGBQ youth reporting the highest victimization were at higher risk than 
heterosexual youth also reporting high victimization [5]. Approaching the influence 
of social environment on smoking risk from an alternative perspective, Hatzen-
buehler et al. [35] found that among 11th graders in Oregon, a greater supportive 
social environment for LGB youth (e.g., presence of gay-straight alliances, school 
nondiscrimination and anti-bullying policies that specifically protected LGB stu-
dents) was associated with reduced tobacco use. The potential mitigating effect of 
supportive school environments on LGBT youths’ risk for tobacco use, along with 
the link between victimization and risk for smoking, strongly suggest that social 
stigma, harassment, and absence of clear support for LGBT identity are potent risk 
factors for smoking in these youth. Parallel to these data are consistent findings 
across studies that use of other substances and levels of other high risk health behav-
iors are elevated among LGB youth [11, 44]. Interviews with LGBT youths about 
smoking have highlighted the perceived utility of smoking in managing stressors 
and stress reactions [60], although other data suggest that smoking can amplify the 
association between stress burden and subsequent psychological distress [62].

In summary LGB youth, compared to heterosexual youth, start smoking at a 
younger age. Identifying as bisexual and being female, and experiencing more 
victimization are associated with greater risk for smoking. Factors associated with 
adult LGBT smoking are now presented.
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Adults A 2011 systematic review of publications reporting sociodemographic, 
behavioral, and mental health associations with smoking among sexual minori-
ties noted a fragmented research literature lacking coherence in sampling methods, 
measures, and definitions of sexual orientation and smoking. The reviewers stated 
“the current evidence base constructs an incomplete and challenging glimpse into 
the etiology of smoking disparities among sexual minorities,” ([3], p. 4). Although 
some progress has been made since, their statement largely holds. That review 
identified alcohol use, depression or depressive symptoms, younger age, and lower 
education level as associated with LGB tobacco use, all of which are also associ-
ated with current smoking in the general population [3, 12, 30, 56]. Similarly, the 
Legacy Young Adults Cohort study [59] conducted multivariate logistic regressions 
to determine covariates of tobacco use by sexual identity. Current cigarette use by 
LGB young adults was significantly associated with having a high school educa-
tion (vs. some college or greater), OR = 4.27 (95 % CI: 1.51–12.12); current alco-
hol use, OR = 12.65 (95 % CI: 2.99–53.54); and current other drug use, OR = 9.67 
(95 % CI: 2.22–42.09). The same three covariates were significant in the statistical 
model using any current tobacco use as the outcome variable. Notably, when the 
same statistical models were developed for heterosexuals, two of the three vari-
ables significant for LGB youth, i.e., high school education and current alcohol use, 
were significant for them as well. As the authors noted, current alcohol use was 
most strongly associated with current cigarette and any tobacco use by LGB young 
adults.

Being HIV-infected is strongly associated with current smoking, as smoking 
prevalence is some two to three times the rates in the general population [48]. Men 
who have sex with men, largely gay-identified men but including bisexual- and het-
erosexual-identified men, are the largest risk group among those living with HIV/
AIDS [12]. As the HIV-infected population ages, both aging- and tobacco-related 
cancer risks have increased [66].

Quitting smoking is considered the optimal outcome in tobacco control, but 
smokers may not be ready to quit and therefore not receptive to cessation messages 
and programs. Several studies have examined readiness, motivation, or intentions to 
quit smoking, as interventions may be required to bolster motivation to seek treat-
ment. For example, more positive attitudes about cessation and specific beliefs that 
cessation would make LGBT smokers feel more like their ideal selves and improve 
health and longevity were related to greater intention to quit [8]. Studies examining 
LGBT smokers’ treatment preferences have found support for the concept of tailor-
ing cessation interventions to the population, enhancing receptivity to treatment 
[25, 43, 64, 76].

Theoretical Frameworks for Understanding Tobacco Use Disparities Stress, psy-
chological distress, and discrimination are associated with higher risk for smok-
ing in both general population and racial minority samples ([41, 57]; Landrine and 
Klonoff 2000). Given the overlap of correlates for tobacco use for LGBT and het-
erosexual smokers, what is unique about being LGBT that may account for dispa-
rate smoking prevalence? A prominent hypothesis, the minority stress model, posits 
that higher smoking prevalence and smoking rate in the LGBT population, as well 
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as other adverse health behaviors and mental health, are driven by sexual minority 
stress resulting from externally imposed and internally incorporated stigma, and 
victimization [36, 46]. In this hypothesis, smoking is seen as a means by which 
to cope with this added layer of sexual minority stressors and the increased psy-
chological distress ensuing from the higher stress burden. Extending the minority 
stress model, Hatzenbuehler [34] has proposed a psychological mediation model 
that holds that the impact of social stressors specific to LGBT persons is mediated 
via general psychological processes. This mediation model integrates findings from 
research on stress and stigma and posits that increased exposure to stressors engen-
ders emotion dysregulation, social and interpersonal problems, and dysfunctional 
cognitions that confer increased risk for psychopathology, creating observed mental 
health and substance use disparities for LGBT persons. LGBT persons who identify 
as women, transgender, or bisexual may experience additional stressors related to 
their gender identity, or in the case of bisexuals, a lack of social support within and 
outside the LGBT community [40], leading to greater vulnerability to adverse men-
tal health and substance use outcomes, as data presented on smoking above support.

Evidence for a smoking-stigma association has been mixed, despite findings 
clearly indicating higher levels of distress in the LGBT community (e.g., [18]). For 
example, Newcomb et al. [52] found that LGBT-based victimization was associated 
with higher odds of smoking when assessed at the same time period and also pre-
dicted subsequent smoking rate in their longitudinal cohort study of 248 youth ages 
16–20 years. Blosnich and Horn [3] observed in their college student sample that 
although the LGB students reported much higher prevalence of discrimination, this 
was not associated with current smoking status. However, LGB students who were 
in physical fights or were physically assaulted had greater odds of being a smoker 
compared to LGB smokers who did not experience these stressors. It may be that 
violent victimization, in contrast to perceived discrimination per se, is more closely 
associated with smoking in LGB adults. Transgender persons may be an exception 
to this speculation, as Humfleet et al. [38] found that tobacco use was associated 
with self-reported employment and housing discrimination in the FTM subgroup 
of their internet-based study, but among MTF participants tobacco use was related 
to sexual abuse and assault. In both subgroups verbal abuse and harassment were 
associated with tobacco use.

If the dominant heterosexual culture inflicts sexual minority stress, does engage-
ment with the LGBT community buffer the risk of smoking? Arguably, since the 
prevalence of smoking is elevated in the LGBT community, more engagement with 
the community may encourage or normalize the uptake or maintenance of smoking, 
such as a qualitative study of LGBTQ young adults observed [70]. On the other 
hand, there is evidence that greater involvement in the LGBT community can be 
protective in a number of ways, such as buffering from loneliness and depression 
[58], which may reduce the risk of using smoking as a strategy for coping with 
psychological distress. A study of young sexual minority women ages 18–24 ex-
plicitly examined the role of community connectedness (one item asking how much 
personally they see themselves as being part of the local LGBTQ community) as 
it relates to smoking and found that study participants who were more connected 
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were significantly less likely to smoke [39]. Interestingly, organizational member-
ship (one item asking how many LGBTQ organizations they have belonged to in the 
past year) had the opposite relationship—the higher the organizational membership 
the greater the odds of being a smoker. Actual participation in LGBTQ community 
activities was not associated with smoking status. Thus, assessing different com-
ponents of LGBT community involvement can yield different relationships with 
smoking status, and given the changing concept of community to include internet-
based communities [63], warrants further exploration. It is also worth considering 
in future research the potential impact on motivation to quit smoking and smoking 
status of those LGBT youth or adults who are engaged in community organizations 
that actively promote smoking prevention and cessation and provide cessation ser-
vices on-site.

Fortunately, progress in documenting the tobacco disparities and correlates of 
smoking among LGBT persons and developing theoretical frameworks to explain 
them has been accompanied by efforts to develop and test cessation programs to 
reduce those disparities. The next section reviews community-based smoking ces-
sation programs tailored to LGBT smokers and research-focused cessation inter-
ventions targeting or including LGBT smokers.

LGBT-Focused Smoking Cessation Interventions

Community-based Cessation Programs The first known smoking cessation pro-
gram designed for LGBT smokers, The Last Drag, was conducted in 1991 by 
CLASH at the Lyon-Martin Women’s Health Center in San Francisco [25]. The 
Last Drag program typically comprises seven sequential, group format classes 2 h 
each, delivered over 6 weeks, and facilitated by an LGBT community member who 
has been certified by the American Lung Association’s Freedom from Smoking 
Program. Smoking cessation medications, such as nicotine replacement therapies 
(NRT; e.g., nicotine gum, patch) are not provided but participants may use them 
during the program. Three publications on characteristics of participants and cessa-
tion outcomes for The Last Drag support the approach of holding cessation classes 
in an LGBT venue and having LGBT community members as facilitators trained in 
tobacco cessation [25, 32, 76]. One report analyzed data on 233 participants over 
multiple classes [25], and self-reported quit rates at the end of treatment for those 
who attended more than one session ranged from 28 to 89 %, with the median value 
at 52 %. Those who attended more classes, were Hispanic, or were non-Hispanic 
white participants, were more likely to be quit than other ethnicities. The larger 
study followed up program participants six months later and found cessation rates 
declining to 36 % [25], a rate that compares favorably to the estimated rate of 26.9 % 
for cessation treatment that combines medication and 4–8 sessions of behavioral 
counseling [26]. Greenwood and colleagues standardized The Last Drag program 
in a treatment manual and conducted a pilot study yielding a post-treatment quit rate 
of 40 % [32]. Although tailored to the LGBT community, for example, by educating 
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participants about marketing targeted to the community and the specific impact 
of tobacco on the LGBT community, what effects this tailoring has on cessation 
outcomes is unknown and would require an explicit test of tailored vs. non-tailored 
interventions, and perhaps different settings. For example, is the setting the most 
critical factor, i.e., holding the program in an LGBT-serving venue, thereby reduc-
ing barriers to access and assuring an LGBT-validating environment? Or could an 
LGBT-tailored program be just as effective in a non-LGBT but neutral setting, all 
other factors being equal?

Matthews et al. [45] reported on a community-based, culturally-tailored smoking 
cessation group treatment program for LGBT smokers. Of the n = 198 participants, 
42 % completed treatment and of those, 32.3 % reported smoking abstinence at the 
post-treatment assessment. Cultural tailoring was defined in terms of holding the pro-
grams at LGBT venues, having LGBT-identified program facilitators, branding pro-
gram materials with LGBT-specific images, and including relevant content such as 
discussion of HIV/AIDS and the interaction of hormone use with smoking on health 
risks for transgender smokers. Greater treatment program attendance, the use of NRT, 
and lower nicotine dependency were positively associated with smoking abstinence.

Besides the lack of biochemical verification of smoking status to adjust for pos-
sible misreporting of smoking status, limitations in the published reports are that the 
bulk of data come from the San Francisco-based program, limiting generalizability, 
and drop-out rates can be substantial. Nonetheless, notable strengths of The Last 
Drag are its longevity, indicating a high level of acceptance by the LGBT com-
munity and the commitment of its creators to disseminate the program nationally, 
and its reliance on evidence-based treatment components. The U.S. Public Health 
Service Clinical Practice Guideline for Treating Tobacco Use and Dependence [26] 
calls for research on tailored treatments for LGBT smokers. Future work comparing 
an LGBT community-tailored cessation intervention like The Last Drag program 
with a non-tailored approach and in different settings could illuminate how these 
factors impact treatment uptake, retention, and abstinence outcomes, contributing 
to the broader discourse about the benefits of culturally-tailored interventions [61].

Academic-based Cessation Studies These studies typically are based in academic 
settings with more experimental control, and often with random assignment to treat-
ment conditions. Within this category of studies are two subcategories:Those stud-
ies with aims specifically targeting LGBT smokers, and those that report secondary 
findings based on sexual orientation but do not tailor the interventions or have 
research aims specific to LGBT smokers.

Although not a randomized clinical trial, one of the earliest LGBT-focused stud-
ies was a pilot project from British researchers who aimed to bridge the dissemina-
tion gap between evidence-based smoking cessation treatments and communities in 
need, here gay men [33]. The 98 men participating were recruited through the gay 
press, largely white and well-educated, and 25 % qualified for no-cost government-
supported cessation medication. The intervention was for 7 weeks and included 
large and small group support by forming “quit cells” of 3–4 participants, education 
about nicotine withdrawal and cessation medications, and creating a welcoming 
space for the men to discuss sexuality, HIV concerns, drug use and other relevant 
topics, and group discussion was focused on contexts specific to gay men. At the 
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end of treatment, 58 % of those who attended the first session had quit, verified by 
a carbon monoxide breath test, a rate higher than the 53 % cessation rate reported 
nation-wide. In multivariate analyses the only baseline predictor of quitting success 
was higher number of prior quit attempts.

The only other study focused exclusively on LGBT smokers was conducted by 
Humfleet et al. [37], in which preliminary data were reported at a conference, so 
few details are available. They conducted a large, randomized trial ( n = 356 LGBT 
smokers) in which all participants received via mail a smoking cessation self-help 
treatment manual (MST), and were randomized to one of four intervention con-
ditions: MST only, MST+ internet-based treatment, MST+ proactive telephone 
counseling, and MST+ combined internet-based and telephone counseling. They 
hypothesized that the combined treatment would produce the highest quit rates. The 
abstinence rates at 6 months for the four treatment conditions were 15, 21, 34, and 
29 %, respectively. Contrary to their hypothesis, there was no difference between 
the combined and the MST+ telephone counseling conditions, but there was a main 
effect for MST+ telephone counseling vs. those not receiving telephone counsel-
ing. Use of the internet-based intervention was low, and 48 % of those assigned to 
proactive telephone counseling declined participation. This study holds promise for 
developing further treatment modalities to reach diverse LGBT smokers with dif-
ferent treatment preferences.

Two published studies not using LGBT-tailored interventions collected sexual 
orientation data, enabling comparisons of abstinence outcomes with those of het-
erosexuals. Covey [21] conducted an 8-week open treatment intervention with 
nicotine patch, bupropion, and counseling with 297 men, 54 (18 %) of whom were 
gay or bisexual (GB). There were no smoking history, psychiatric or psychological 
differences between heterosexual and GB men at baseline, except the latter were 
younger, reported lower body mass index, and included more professional white 
collar workers. There were no differences between the two groups of men in terms 
of adverse drug effects or adherence to treatment. GB men had significantly higher 
quit rates than heterosexual men 2 weeks after quitting (77 vs. 68 %, respectively), 
but at the end of treatment the quit rates were equivalent (59 vs. 57 %). A second 
report was on secondary analyses presented in a conference abstract [29]. In this 
report data from two different studies were combined, with each examining ex-
tended treatment combinations of medication (NRT or bupropion) or counseling, 
for a combined sample of 810 participants, 17 % of whom ( n = 138) identified as 
LGBT. Abstinence rates assessed at 12, 24, 52, 64, and 104 weeks did not differ 
significantly by sexual orientation, e.g., at week 12, heterosexual men’s abstinence 
rate was 62 %, and GB men’s was 55 %, and; at 104 weeks, 40 and 38 % were absti-
nent, respectively. Thus, in both studies presenting abstinence data on non-tailored 
interventions, LGBT smokers quit at rates similar to heterosexuals. As the authors 
noted, however, these findings may not generalize to other locations (beyond San 
Francisco and New York) where access to treatment is limited or stigma is higher.

In summary, the LGBT community has longstanding tailored smoking cessa-
tion programs that have been evaluated, but relatively few randomized smoking 
cessation intervention trials have been conducted with LGBT smokers. Capitaliz-
ing on community-grounded experience in developing and delivering well-received 
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cessation programs, investigators need to design scientifically rigorous studies 
comparing LGBT tailored vs. non-tailored cessation interventions to answer the 
question of whether, or to what extent, such tailoring impacts study uptake, re-
tention, and cessation outcomes. The work of Covey [21] and Grady above [29] 
suggests that when treatment access is high in large urban areas with large LGBT 
populations, non-tailored interventions may be as efficacious for LGBT persons as 
for heterosexuals. Although not investigated, in regions where LGBT persons are 
more stigmatized, LGBT-tailored interventions could be more efficacious because 
they assure a safe, validating environment that enhances receptivity to treatment 
and cessation. Multi-site studies encompassing different regions of the country be-
yond the two coasts could address this hypothesis.

Summary and Future Directions

Because of the default absence of sexual orientation and gender identity questions in 
most state and federal tobacco use surveys and all cancer registries, we are still catch-
ing up to other minorities in understanding the full impact of tobacco use on the health 
of the LGBT community. Provisions of the Affordable Care Act begin to address this 
critical lack of data in its broader role of addressing health disparities. Once LGBT 
cancer disparities are identified and this information is made widely available, the 
community and its allies will be further empowered to act on the root causes: social 
inequity, stigma, and discrimination. That smoking is more prevalent among LGB 
adolescents and at a younger age strongly supports targeted efforts to mitigate early 
risk through assuring school and community environments that support and validate 
LGBT identity, counter stigma, and prevent victimization. Evidence-based tobacco 
prevention programs targeting vulnerable populations such as LGBT youth are also 
effective cancer prevention interventions. As discussed, how tailored to the LGBT 
community tobacco prevention and cessation interventions need to be to reach the 
community and impact tobacco use is largely unknown. In the meantime, tobacco 
control activists, researchers, policy experts, and clinicians in the LGBT community 
are likely to continue leading the effort to eliminate this health disparity.
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Abstract This chapter provides an overview of cancer screening among lesbian 
and bisexual women and trans men. Following a brief introduction to define ter-
minology, the chapter is divided into four sections. The first section highlights 
recommendations for cancer screening for the most common cancer types and con-
siderations for cancer screening specific to lesbian and bisexual women and trans 
men (LBT). The second section summarizes the available data about prevalence of 
cancer screenings among LBT populations. The third section describes barriers and 
facilitators to cancer screenings for LBT individuals as well as interventions that 
have been developed to improve screening rates among LBT communities. The 
fourth section provides recommendations for future research, policy, and practice 
for improving cancer screening within LBT communities.

Introduction

Lesbian and bisexual refer to sexual orientation designations and are terms often 
used to describe sexual minorities. Trans men refers to a gender identity designation 
and is often used to describe gender minorities. For the purposes of this chapter, 
lesbian refers to women who identify with the term lesbian and/or report being at-
tracted to women, partnering exclusively with women, or having sex exclusively 
with other women. Bisexual refers to women who identify with the term bisexual 
and/or report being attracted to both women and men, partnering with both men and 
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women, or having sex with both men and women. Trans men refers to individuals 
assigned at birth (natal) as female but who identify as male. This includes trans-
sexual males who have undergone physical changes to align their appearance with 
their gender identity as well as transgender males who identify as male but have 
not necessarily undergone physical changes. FTM (female-to-male) has also been 
used to refer to trans men. The term trans men does not include “stud”, which is 
a term that refers to African American lesbians who express masculinity through 
wearing men’s clothes and adopting traditional male-identified mannerisms, roles, 
and behaviors [1].

Cancer Screening Recommendations

In the United States, both the American Cancer Society (ACS) [2] and the U.S. 
Preventive Services Task Force (USPSTF) [3] have issued guidelines for cancer 
screenings based on their respective interpretations of the scientific literature. 
Table 6.1 (columns 2 and 3) summarizes the recommendations from both organiza-
tions for average risk, asymptomatic individuals for the leading cancer sites rele-
vant to females. While the recommended age at initiation, screening interval, and/or 
screening type differ slightly across organizations, both organizations recommend 
specific screening tests for cancers of the breast, cervix, colon-rectum, and lung. 
On the other hand, both organizations have concluded that there is insufficient 
evidence of the value of specific screening tests for cancers of the bladder, endome-
trial, oral cavity, ovary, skin, and thyroid. Rather, they recommend that individuals 
consult with a healthcare provider to determine the utility of screening for a par-
ticular cancer based on a personal and family history, and to seek immediate care if 
symptoms develop.

To date, there have been no recommendations for cancer screenings specific 
to lesbian and bisexual women. However, evidence suggests that sexual minority 
women should be screened based on their age, personal and family risk factors 
at intervals at least comparable to heterosexual women. Further, some individuals 
have suggested that cancer screening recommendations for lesbian and bisexual 
women should be more aggressive than for average-risk women in general because 
sexual minority women report more risk factors including lower levels of phys-
ical activity [4, 5] and diets low in fruits and vegetables [6], as well as higher 
rates of overweight/obesity [4–8], smoking [4, 5, 7–12], alcohol use [4–6, 9], and 
nulliparity [6].

Neither the ACS nor USPSTF have published recommendations for screening 
exams for trans men. However, organizations such as the American College of 
Obstetrics and Gynecology have provided opinions [13] and/or attempted to use 
limited available data to provide recommendations for cancer screenings for trans 
individuals [14, 15]. Table 6.1 (column 4) summarizes the recommendations com-
piled by the Center for Excellence in Transgender Health at the University of Cali-
fornia, San Francisco [15] for trans men. In general, they recommend that screening 
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Natal women Transgender men [15]
Cancer type ACS [51] USPSTF [3]
Bladder No recommended 

screening test
No recommended 
screening test

No recommendation 
made

Breast Age 20–39: CBE every 
3 years Age ≥ 40: CBE 
annually Mammogram 
annually as long as 
good health

Age 40–49: Individual 
decision about mammo-
gram based on discus-
sion with clinician Age 
50–74: Mammogram 
every 2 years

Chest wall/axil-
lary exam annually 
Mammography same 
as for natal women 
Mammogram not 
needed following chest 
reconstruction

Cervical Age 21–29: Pap smear 
ever 3 years Age 30–65: 
Pap smear plus HPV 
test every 5 years; or 
Pap smear every 3 years

Age 21–29: Pap smear 
ever 3 years Age 30–65: 
Pap smear plus HPV 
test every 5 years; or 
Pap smear every 3 years

Ovaries removed, 
uterus/cervix intact: 
Same as natal women; 
may defer if no history 
of genital sexual activ-
ity; inform pathologist 
of current or prior 
testosterone use

Colon-Rectum Age ≥ 50: Colonoscopy 
every 10 years; or 
Flexible sigmoidos-
copy every 5 years; or 
Double-contrast barium 
enema every 5 years; or 
CT colonography every 
5 year High-sensitivity 
fecal occult blood test 
annually

Age ≥ 50: Colonoscopy 
every 10 years; or 
Flexible sigmoidoscopy 
every 5 year with high 
sensitivity fecal occult 
blood tests; or High-
sensitivity fecal occult 
blood test annually

No recommendation 
made

Endometrial 
(uterine)

No recommended 
screening test

No recommended 
screening test

No recommendation 
made

Lung Age 55–74 and fairly 
good health and ≥ 30 
pack-year smoking 
history, and current 
smoker or quit smoking 
within last 15 years: 
Low-dose computed 
tomography annually

Age 55–80 and asymp-
tomatic and  ≥ 30 pack-
year smoking history, 
and current smoker or 
quit smoking within last 
15 years: Low-dose 
computed tomography 
annually; Screening 
should be discontinued 
after 15 years of no 
smoking

Same as for natal 
women

Oral Cavity Clinical exam as part of 
routine dental or physi-
cal check-up

No recommended 
screening tests

No recommendation 
made

Ovary No recommended 
screening test

No recommended 
screening test

No recommendation 
made

Table 6.1  Cancer screening guidelines for average risk asymptomatic individuals
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should be conducted for the anatomy that is present regardless of an individual’s 
self-description or identity. They also distinguish between those who have used 
cross-sex hormones or had gender-affirming surgery from those who have not. They 
recommend that for those who have not used hormones or had surgery the same 
criteria and risk parameters be used as for persons of their natal sex. Recommenda-
tions for those who have used hormones and/or had surgery vary depending on the 
type of surgery received and current and past hormone use.

Cancer Screening Prevalence

The majority of studies of cancer screening rates among lesbian and bisexual wom-
en have focused on screening for breast and/or cervical cancer with screening for 
colon-rectum cancers only included in more recent studies. To our knowledge, no 
study has explicitly included lesbian and bisexual individuals in any lung cancer 
screening studies.

We are also not aware of any studies of cancer screenings that have explicitly 
included trans men. However, studies have demonstrated that gender minorities of-
ten have many barriers to healthcare, including having no insurance [16, 17], being 
refused medical care [18], and experiencing uninformed, insensitive, biased, and 
even abusive providers [18, 19]. Therefore, it is hypothesized that screening rates 
for trans men may be even lower than those for sexual minorities, who have been 
documented to have more barriers to care than heterosexual individuals.

Breast Cancer There have been mixed results from studies comparing mam-
mography screening behaviors among sexual minority and heterosexual women. 
Although two studies have documented higher mammography rates for lesbian 
compared to heterosexual women [5, 20], the majority of studies have reported 
that sexual minority women were less likely than heterosexual women to have had 
a recent mammogram [8, 21, 22] or there were no differences in mammography 
rates by sexual orientation [23–26]. Cross-sectional data from at least three large 
population- [21, 22] and community-based [8] samples suggest that sexual minor-
ity women may be less likely to be screened for breast cancer than heterosexual 

Natal women Transgender men [15]
Skin Clinical exam as part 

of routine physical 
check-up

No recommended 
screening tests

No recommendation 
made

Thyroid Clinical exam as part 
of routine physical 
check-up

Recommendations cur-
rently being updated

No recommendation 
made

ACS American Cancer Society, USPSTF United States Preventive Services Task Force, CBE 
Clinical Breast Exam, FOBT Fecal occult blood test.

Table 6.1 (continued)
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women. For example, in multi-lingual population-based surveys of more than 
18,000 adults in New York City, Kerker et al. [21] found that women who had 
sex with women (WSW) were less likely to have had a mammogram in the past 2 
years (53 vs. 73 %) than other women. Next, using a combined sample of almost 
47,000 women from the 2000–2007 Behavioral Risk Factor Surveillance Surveys 
(BRFSS), Buchmueller and Carpenter [22] found that women in same-sex rela-
tionships were significantly less likely to have had recommended mammograms 
(adjusted odds ratio [AOR] = 0.75; 95 % CI = 0.61, 0.92) than women in different-
sex relationships. Finally, Cochran et al. [8] found that 73 % of women aged 40–49 
years and 83 % of women aged 50–75 years who described themselves as lesbian 
or bisexual in a combined sample of nearly 12,000 women from seven U.S. surveys 
of sexual minority women reported ever receiving a mammogram, compared to 
87–90 % of women in U.S. general population surveys [8].

On the other hand, data from two cohort studies [6, 27] and one cross-sectional 
population-[28] and community-based sample [25] found no differences between 
lesbian and heterosexual women. For example, Valanis et al. [6] found that among a 
cohort sample of more than 93,000 women in the Women’s Health Initiative (WHI), 
rates of having received a mammogram in the past 2 years among those aged 50–79 
were comparable for lifetime lesbians (sex only with women ever; 82 %), adult 
lesbians (sex only with women after age 45 years; 84 %), and heterosexual women 
(84 %). Similarly, Austin et al. [27] compared prior 2 year mammography rates 
among 85,756 women in the Nurses’ Health Study (NHS) II aged 40–60 years 
and found comparable rates for lesbian (82 %) and heterosexual women (84 %). 
Using a combined sample of more than 52,000 women from 10 states in the 2010 
Behavioral Risk Factor Surveillance Surveys (BRFSS), Blosnich et al. [28] found 
no significant differences in ever having received a mammogram for lesbian (59 %), 
and heterosexual (65 %) women after controlling for differences in demographic 
characteristics. Finally, in a cross-sectional, community-based sample of more than 
1600 women in Los Angeles, Mays et al. [25] reported that 2-year screening rates 
for women  ≥ 40 years were comparable for Hispanic (62 %) and African American 
(88 %) lesbians compared to Hispanic (76 %) and African American (82 %) hetero-
sexual women after accounting for age, education, and income.

Among studies that have explicitly reported screening rates for bisexual women, 
rates of mammography screening have generally been lower, although not always 
statistically significant, for bisexual compared to heterosexual women [6, 20, 24, 
27, 28]. For example, in the WHI sample, Valanis et al. [6] found that bisexual 
women aged 50–79 years were slightly less likely to have received a mammogram 
in the past 2 years than same-aged heterosexuals (82 vs. 84 %). Similarly, Conron 
et al. [20] also reported slightly lower rates of ever having had a mammogram for 
bisexual compared to heterosexual women (56 vs. 59 %) in a sample of more than 
27,000 women  ≥ 40 years in the 2001–2008 Massachusetts BRFSS. Bisexual wom-
en also had slightly lower 2-year mammography rates than heterosexual women 
(79 vs. 84 %) in the Nurses’ Health Study II reported by Austin et al. [27]. Finally, 
Blosnich et al. reported lower rates of ever having had a mammogram for bisexual 
compared to heterosexual (42 vs. 65 %) women in the combined 10-state BRFSS.
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Cervical Cancer Similar to mammography screening, there have been mixed results 
from studies comparing gynecological screening behaviors among sexual minority 
and heterosexual women. Several cross-sectional studies using both population-[21, 
22, 29, 30] and community-based [5, 8, 25, 31] samples as well as a cohort study 
[32], have documented lower rates of Pap testing among sexual minority compared 
to heterosexual women. For instance, Agenor et al. found lower odds of Pap test use 
in the past 12 months (OR = 0.40, 95 % CI = 0.23, 0.68) among lesbians compared 
to heterosexual women in the 2006–2010 National Survey of Family Growth [30]. 
Combining 4 years of population-based data (2001, 2003, 2005, and 2007) from the 
California Health Interview Survey, Boehmer et al. found that lesbians (65 %) were 
less likely than heterosexual (74 %) and bisexual (77 %) women to report having had 
a Pap test in the prior year [29]. Kerkeret al. [21] reported that women who had sex 
with women (WSW) were less likely to have had a Pap test in the past 3 years (66 
vs. 88 %) than other women in the New York City multi-lingual population-based 
surveys. In the combined BRFSS sample, Buchmueller and Carpenter [22] found 
that women in same-sex relationships were significantly less likely to have had a 
Pap test in the past 3 years (adjusted odds ratio [AOR]= 0.74; 95 % CI = 0.57, 0.97) 
than women in different-sex relationships. Data were similar for some community-
based samples. For example, using data from a multisite survey of women 20–86 
years, Matthews et al. [31] found that lesbians were less likely to report annual Pap 
test screening (49 vs. 66 %) and receipt of a Pap test every 3 years (81 vs. 90 %) 
compared to heterosexual women. Mays et al. [25] also reported that 2-year Pap 
test rates were lower for Hispanic (70 %) and African American (76 %) lesbians 
compared to Hispanic (81 %) and African American (81 %) heterosexual women in 
their Los Angeles sample of racial and ethnic minority women. Finally in the cohort 
of women who were part of the Growing Up Today Study, Charlton et al. found 
lower odds of receipt of a Pap test in the past year among lesbian (AOR = 0.25, 
95 % CI = 0.12, 0.52) and mostly heterosexual/bisexual women (AOR = 0.70, 95 % 
CI = 0.54, 0.92) compared to heterosexual women [32].

On the other hand, at least four studies, including cohort [6], population-based 
[20, 28], and community-based samples [26] have shown no differences in Pap test 
screening rates by sexual orientation. For instance, in the WHI sample, age adjusted 
rates of pap test in the prior 3 years were similar for lifetime lesbians (84 %), adult 
lesbians (87 %), bisexual women (82 %), and heterosexual women (84 %) [6]. Simi-
larly, Conron et al. [20] found no differences in rates of Pap testing in the prior 3 
years among lesbian (90 %), bisexual (87 %), and heterosexual women (90 %) in 
the Massachusetts BRFSS. Blosnnich et al. [28] also reported no differences in 
ever having had a Pap test among lesbian (92 %), bisexual (80 %), and heterosexual 
(93 %) women in the combined 10-state BRFSS survey. Finally, using a community 
sample of women 40–75 years, Clark et al. [26] reported that women who partner 
with women or both women and men (75 %) were less likely than women who 
partner with men (84 %) to be on-schedule for Pap testing according to ACS guide-
lines. However, there were no differences after controlling for demographic charac-
teristics, health behaviors, cancer-related experiences, and participant recruitment 
source.
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Colorectal Cancer To date, there have been few studies that have reported screen-
ing rates for cancer of the colon-rectum by sexual orientation, and these studies 
have generally found few differences. For example, in the WHI sample reported by 
Valanis et al. [6], receipt of a hemoccult screening within the prior 5 years among 
those 50–79 years was comparable for lifetime lesbians (59 %), adult lesbians 
(60 %), bisexual women (61 %), and heterosexual women (57 %). Similarly, among 
women 50 years and older in the Nurses’ Health Study, Austin et al. [27] reported no 
differences in rates of ever having had a colonoscopy or sigmoidoscopy by sexual 
orientation (lesbians = 42 %; bisexual women = 39 %; heterosexual women = 39 %). 
In the Massachusetts BRFSS sample  ≥ 50 years, Conron et al. [20] found no sig-
nificant differences in ever having had a sigmoidoscopy or colonoscopy when they 
compared lesbian (58 %, AOR = 1.00, 95 % CI = 0.66, 1.51) and bisexual women 
(74 %, AOR = 2.16, 97 % CI = 0.96, 4.86) to heterosexual women (56 %). Blosnich 
et al. also found no differences in ever having had a colorectal cancer exam for 
lesbian (59 %), bisexual (64 %), and heterosexual (66 %) women in the combined 
BRFSS sample. Similarly, Boehmer et al. found no differences in ever having had a 
colorectal cancer exam for lesbian (74 %), bisexual (65 %), and heterosexual (68 %) 
women 50 years of age and older in the California population-based sample. Finally, 
in a community sample of 600 women, Clark et al. [26] reported that among women 
50–75, 65 % of women who partnered with women or with both men and women 
and 67 % of women who partnered with men were on-schedule for colorectal cancer 
screening according to the American Cancer Society screening guidelines.

Summary Despite the number of large-scale cohort, population- and community-
based studies, it is not possible to unequivocally conclude whether or not there 
are differences in the prevalence of cancer screenings by sexual orientation. The 
strongest evidence presented is for cervical screening where the majority of relevant 
studies have documented lower rates among sexual minority compared to hetero-
sexual women. There are a number of possible explanations for the mixed results 
for the other types of cancer screenings. First, studies differed in measures of sexual 
orientation. Some used identity to classify women but differed as to whether they 
combined lesbian and bisexual women together or analyzed them separately. Other 
studies used behavior (e.g., women who have sex with women versus women who 
have sex with men) to identify sexual minority women. Second, data were col-
lected in different geographic regions. These geographic regions may differ in their 
screening rates due to density of screening facilities [33] as well as the availabil-
ity and accessibility of cancer screening programs, particularly for uninsured and 
underinsured women [34]. Third, studies differed with regard to the age eligibility 
of women included in the analyses of the respective screening exams. For example, 
some studies of mammographic screening included all women regardless of age 
despite the fact that it is not recommended by any professional organization before 
age 40 years. Fourth, studies differed in the proportion of racial and ethnic minor-
ity women included in the sample. For example, some studies were comprised of 
almost all white women whereas other studies included higher proportions of racial 
and ethnic minority women consistent with the populations from which the samples 
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were drawn (e.g., New York City, Massachusetts, California). Finally, studies dif-
fered in the definition of the screening outcome. For example, intervals for on-
schedule Pap testing included the past 12 months, past 2 years and past 3 years. 
Similarly, colon-cancer screening differed in interval as well as type of test (e.g., 
lifetime colonoscopy versus past 5-year fecal occult blood test).

Barriers and Facilitators to Cancer Screening

Barriers to Cancer Screening Among LBT Communities

Prior research has suggested that one of the largest barriers to sexual minority wom-
en seeking health care in general is fear of disclosing their sexual orientation to pro-
viders and the consequences that the disclosure may present. There is considerable 
data confirming that sexual minority women have had negative experiences with 
providers due to homophobic attitudes, inappropriate reactions and discrimination 
[35, 36]. In qualitative studies, sexual minority women report that these types of 
negative experiences as well as fear of discrimination due to sexual orientation are 
also barriers to cancer screenings [37, 38]. However, as shown in Table 6.2, there 
have been few empirical studies that have identified barriers and facilitators associ-
ated with breast and/or cervical cancer screenings among sexual minority women. 
Some of these studies have identified perceived or actual discrimination in health 
care settings, lack of trust in providers, and lack of provider knowledge about sexual 
minority health issues as barriers to screening. However, the majority of identified 
barriers and facilitators in studies of sexual minority women are common to women 
in general, such as lack of health insurance and/or a regular health care provider, 
competing life demands, body image, discomfort with the procedure, and fear of the 
outcome of the exam.

There have also been very few studies that have assessed the barriers and 
facilitators associated with screening of the colon-rectum among sexual minority 
women. In a qualitative study of barriers and facilitators of cancer screenings in 
general, both sexual minority and heterosexual women reported physical pain or 
discomfort and embarrassment associated with the screening tests and/or prepara-
tions as barriers to screening [37]. In addition, in a community sample of more 
than 600 sexual minority and heterosexual women, participants 50–75 years were 
less likely to be on-schedule for colorectal cancer screening if they reported they 
had put off or avoided screenings because of problems taking time off work and 
for reasons due to body image [26]. However, these barriers did not differ by 
sexual orientation.

To our knowledge, there have been no studies that have empirically documented 
the barriers and facilitators of cancer screenings for trans men. Given the high 
reported rates of no insurance [16, 17], provider insensitivity [19], and discrimination 
[18, 19] reported by trans individuals, it is likely that many of the barriers and 
facilitators to cancer screenings for sexual minorities are comparable for gender 
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Barriers and Facilitators Breast screening Cervical screening
Barriers
Personal Factors
Competing life demands such 
as taking time off from work

Lauver et al. 1999 [38]
Clark et al. 2009 [26]

Fear and embarrassment Lauver et al. 1999 [38]
Lack of perceived risk Lauver et al. 1999 [38]

Hart and Bowen 2009 [52]
Price et al. 1996 [53]
Matthews et al. 2004 [31]

Fear of outcome Matthews et al. 2004 [31]
Body image Clark et al. 2003 [37] Clark et al. 2003 [37]
Less use of hormonal 
contraceptives

Charlton et al. 2014 [39]

Provider Factors
Lack of trust in provider and/
or health care system

Lauver et al. 1999 [38]
Hart and Bowen 2009 [52]

Disclosure of sexual orienta-
tion; perceived or actual 
discrimination in health care 
settings

Clark et al. 2003 [37] Rankow and Tessaro 1998 [54]
Diamant et al. 2000 [55]
Clark et al. 2003 [37]

Provider knowledge about 
sexual minority health issues

Clark et al. 2003 [37] Rankow and Tessaro 1998 [54]
Clark et al. 2003 [37]

System Factors
Lack of insurance/cost Rankow and Tessaro 1998

Lauver et al. 1999 [38]
Cochran et al. 2001 [8]
Clark et al. 2003 [37]

Price et al. 1996 [53]
Rankow and Tessaro 1998 [54]
Cochran et al. 2001 [8]
Clark et al. 2003 [37]
Matthews et al. 2004 [31]

No regular health care 
provider

Diamant et al. 2000 [55]

Discomfort with procedure/
Don’t like exam

Lauver et al. 1999 [38]
Clark et al. 2003 [37]

Clark et al. 2003 [37]
Matthews et al. 2004 [31]

Difficulty in scheduling Lauver et al. 1999 [38]
Facilitators
Personal Factors
Desire to take care of oneself Lauver et al. 1999 [38]
Provider Factors
Provider recommendation for 
exam

Lauver et al. 1999 [38]

System Factors
Prior good experiences with 
screening

Fish and Anthony 2005 [56]
Rankow and Tessaro 1998 [54]

References noted in italics were qualitative studies

Table 6.2  Barriers and facilitators to breast and cervical cancer screening among lesbian and 
bisexual women
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minorities. However, there are likely other specific barriers to cancer screenings for 
gender minorities including the availability of only gender-specific facilities, lack 
of consensus about recommended screening guidelines for trans individuals, and 
unawareness by providers of gender-identity issues that contribute to non-adher-
ence to cancer screenings. Finally, there may be unique cancer-specific screening 
barriers for trans men. For instance, in a recent study of Pap testing, FTM patients 
were more likely to have an inadequate test (10.8 vs. 1.3 % of tests) and had higher 
odds of having an inadequate test (AOR = 10.77, 95 % CI = 6.83, 16.83) compared 
to female patients, findings that are likely due to physical changes associated with 
testosterone therapy and patient/provider discomfort with the exam [39].

Interventions to Increase Cancer Screenings

There have been limited reports in the peer-reviewed literature about interventions 
to facilitate cancer screenings among lesbian and bisexual women and no studies 
that we are aware of that have included trans men. However, there are individual 
(i.e., patient)-, provider-, and system-level interventions that have been developed 
that may increase cancer screenings among sexual and gender minorities.

Individual-Level Interventions Two published studies found that tailoring interven-
tions to sexual minority women increased adherence to mammography screening. 
Dibble et al. [40] demonstrated that two 1-hour lesbian-specific educational inter-
ventions led by a lesbian physician on cancer screening behaviors were able to 
increase breast and cervical screenings among lesbians within 6 months but had no 
impact on colorectal cancer screening. Bowen et al. [41] conducted a randomized 
trial of a breast cancer risk counseling intervention for sexual minority women. The 
intervention involved four weekly 2-hour group sessions led by a sexual minor-
ity woman health counselor and produced increases in breast screening rates at 24 
months compared to the control arm. These data suggest that brief, low cost sexual 
minority specific interventions may improve adherence to cancer screenings among 
lesbian and bisexual women. Although there are no empirically tested interventions 
to increase cancer screenings among trans persons, there are current programs such 
as the “Get Screened” [42] and “Check it Out” [43] campaigns in Canada that spe-
cifically target the cancer screening needs of trans individuals through educational 
promotions. Data are needed about the efficacy and effectiveness of these types of 
educational campaigns as well as other individual-level intervention strategies for 
cancer screenings in LBT communities.

Provider-Level Interventions Because poor communication, including fear of dis-
crimination if or when sexual orientation and/or gender identity is revealed, with 
health care providers has been documented as a barrier to screening, trainings 
directed toward providers about influences of sexual and gender minority status on 
health may improve patient-provider relationships and ultimately improve cancer 
screening rates. Examples of currently available programs include the Mautner 



6 Cancer Screening in Lesbian and Bisexual Women and Trans Men 93

Project of Whitman-Walker Health’s “Removing the Barriers” [44], the Gay and 
Lesbian Medical Association (GLMA) “Quality Healthcare for Lesbian, Gay, 
Bisexual & Transgender People” [45], The LGBT Aging Project’s “Open Door Task 
Force” [46] as well as the educational resources available from the National LGBT 
Health Education Center of the Fenway Institute [47]. More research is needed 
to determine whether these programs improve patient outcomes, how to increase 
the numbers of providers exposed to these types of trainings, determine the best 
methods of delivering the information, and the most efficient and effective ways 
to encourage health systems to require competence of their providers in providing 
LBT compassionate and knowledgeable care.

System-Level Interventions There have been few system-level interventions specif-
ically designed to increase cancer screenings among LBT individuals. One example 
of an intervention designed to improve health care in general is the annual Health-
care Equality Index (HEI) produced by the Human Rights Campaign [48]. The HEI 
enables inpatient and outpatient healthcare organizations to assess their policies 
and practices for Centers for Medicare and Medicaid Services (CMS) and Joint 
Commission requirements for LGBT patient-centered care, receive training and 
resources they may need to remedy gaps, and receive public recognition for their 
commitment to equity and inclusion. However, to date, it is not clear the extent to 
which facilities that have participated in the HEI differ from those that did not with 
regard to patient outcomes, including the extent to which their LBT patients are 
more likely to be on-schedule for recommended cancer screenings.

Recommendations for Future Research, Policy, 
and Practice for Improving Cancer Screening 
within LBT Communities

To achieve optimal cancer screening rates for lesbian and bisexual women and trans 
men, the following recommendations are made in the areas of research, policy, and 
practice.

Research

Both survey and intervention-based research is needed for improving cancer screen-
ing within LBT communities. First, given the mixed results regarding adherence 
to cancer screening guidelines among sexual minority women, large population-
based studies are needed to identify specific subgroups of sexual minorities who 
are less likely to be screened at recommended intervals. Second, large scale studies 
are essential for determining the prevalence of cancer screening behaviors among 
trans individuals. In addition, research is needed to determine if cancer screening 
guidelines should be developed that are specific to trans individuals.
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Population-based studies should be conducted to determine the barriers to and 
facilitators of screening for sexual and gender minorities. For sexual minorities, 
high priority areas include barriers and facilitators of screenings of the colon-
rectum and lung. Given the dearth of available data, all cancer types should be 
considered when assessing barriers and facilitators of screening for trans persons. 
In addition, research should be conducted about unique issues facing communities 
within the LBT population, including studs, racial and ethnic minorities, individuals 
with disabilities, and those with limited English proficiency with regard to cancer 
screening behaviors. This research should include the assessment of the influence 
of the intersectionality of these identities on cancer screening behaviors. Finally, 
research is needed about the extent to which cancer screenings co-occur, the char-
acteristics of individuals most likely to adhere to all endorsed screenings, and the 
factors that impede individuals from receiving all recommended screenings based 
on their age, family history, and personal risk factors.

In addition to studies focusing on sexual and gender minority individuals, ad-
ditional data are also needed about the experiences of providers who care for LBT 
persons. For example, there is minimal data about cancer screening recommenda-
tions by providers to LBT individuals. Therefore, it is unclear the extent to which 
lower screening rates observed among sexual and gender minority persons are due 
to lack of provider recommendations or lack of patient adherence. Next, there are 
limited data about clinicians’ reported barriers to providing high quality care to 
LBT individuals, including: lack of knowledge about sexual orientation and gender 
identity specific issues; lack of available equitable and inclusive facilities for which 
to refer LBT patients for cancer screenings; and perceptions that, given limited time 
with a patient, there are other health issues experienced by LBT individuals that 
are higher priority than cancer screenings (e.g., hormone use; smoking cessation).

In addition to survey research, individual-level interventions should be developed 
and tested to determine the factors that increase cancer screenings that are unique 
to sexual minority women relative to women in general. These interventions should 
be targeted to women most at risk due to prior low adherence to cancer screening 
behaviors. Next, given the dearth of available programs, individual-, provider- and 
system-level interventions should be developed and tested for decreasing barriers to 
cancer screenings among trans individuals. Next, evaluations should be conducted 
to determine the extent to which provider- and system-level interventions about 
providing LBT compassionate and knowledgeable care such as Whitman-Walker 
Health’s “Removing the Barriers” [44] and the Human Rights Campaign Healthcare 
Equality Index (HEI) [48] have an impact on patient outcomes. Research is also 
needed to determine the most efficient and effective ways to increase the numbers 
of providers exposed to trainings, including methods of delivering the information.

Policy

Measures of sexual orientation and gender identity should be included in Surveil-
lance, Epidemiology, and End Results (SEER) registries so that cancer incidence, 



6 Cancer Screening in Lesbian and Bisexual Women and Trans Men 95

prevalence, and mortality data are available. Without these data, the implications 
of differences by sexual orientation and gender identity in screening rates are un-
known. Further, it is not possible to determine whether sexual and gender minorities 
are at higher risk for particular cancers. Therefore, the American Cancer Society, 
U.S. Preventive Services Task Force, and other relevant professional organizations 
do not have sufficient information to provide cancer screening guidelines that are 
specific to sexual and gender minorities. Measures of sexual orientation and gender 
identity should also be included as standard demographic questions in federally 
funded health surveillance and large-scale screening studies so population-based 
estimates are available for cancer screenings among sexual and gender minority 
communities.

Practice

The largest system-level barrier to care, lack of insurance coverage for cancer 
screenings, is likely to be reduced by mandates in the Patient Protection and Af-
fordable Care Act [34]. In addition, insurance coverage may improve for individu-
als in same-sex relationships as there are increased federal and state benefits due to 
recognition of same-sex marriages. However, there will remain sexual and gender 
minority individuals who continue to be denied access to cancer screening ser-
vices due to insurance coverage or intermittent or no relationship with a regular 
health care provider for which other system-wide interventions may be necessary. 
This could include increased marketing of the National Breast and Cervical Cancer 
Early Detection Program to underserved sexual and gender minorities. Another 
system-level intervention may involve the use of electronic medical records. Prior 
studies have documented that sexual minorities may hesitate or avoid responses to 
provider questions about sexual identity because of concerns about how and where 
the information will be retained. Therefore, with the increasing use of electronic 
records, protocols could be developed for providers to request permission from 
patients to chart their responses with systems in place to codify sexual and gen-
der identity in medical records [49]. Next, some data suggest that sexual minority 
women who do not need birth control are not prompted for cervical screening, and 
that rates of cervical cancer for these sexual minority women will not increase until 
they reach an age when both mammography and Pap testing is recommended [50]. 
In addition, when asked in a qualitative study about factors that would increase 
cancer screenings, both sexual minority and heterosexual women reported being 
able to have more than one screening test on the same day or at the same time as 
a routine check-up [37]. Therefore, integrative programs could be considered to 
prompt individuals for adherence to comprehensive screening guidelines and to 
provide opportunities to obtain multiple cancer screenings during the same medi-
cal visit. Finally, regardless of whether screenings are organ specific or integrative, 
education should be routinely offered to service providers about how to increase 
the likelihood that sexual and gender minorities have high quality cancer screening 
experiences.
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Abstract This chapter summarizes what is currently known about cancer screen-
ing needs and behaviors among gay and bisexual men and transgender people, as 
well as the services available to them. Two issues are of importance: (1) Whether or 
not screening rates in these populations differ from screening rates of heterosexual 
men, and (2) Whether there are specific factors related to these populations that 
may merit screening guidelines being different. We begin by addressing the vari-
ous nomenclatures and categories used across the cancer screening literature when 
referring to gay and bisexual men and transgender people. Then we cover overall 
screening guidelines for men and their applicability to men who have sex with men 
(MSM), whether they identify as gay or bisexual (GB) or not, as well as transgender 
people (T). We then focus on the literature specifically addressing GB populations 
and cancer screening. This section includes differential screening patterns related 
to particular cancers and specific sub-groups that may merit enhanced levels of 
screening due to varying risk factors. This is followed by an examination of these 
topics as they relate to transgender people. At the end, we discuss implications and 
provide recommendations for future research, practice and policy.

Overview

This chapter summarizes what is currently known about cancer screening needs 
and behaviors among gay and bisexual men and transgender people, as well as 
the services available to them. Two issues are of importance: (1) Whether or not 
screening rates in these populations differ from screening rates of heterosexual 
men, and (2) Whether there are specific factors related to these populations that 
may merit screening guidelines being different. We begin by addressing the vari-
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ous nomenclatures and categories used across the cancer screening literature when 
referring to gay and bisexual men and transgender people. Then we cover overall 
screening guidelines for men and their applicability to men who have sex with men 
(MSM), whether they identify as gay or bisexual (GB) or not, as well as transgender 
people (T). We then focus on the literature specifically addressing GB populations 
and cancer screening. This section includes differential screening patterns related 
to particular cancers and specific sub-groups that may merit enhanced levels of 
screening due to varying risk factors. This is followed by an examination of these 
topics as they relate to transgender peopleAt the end, we discuss implications and 
provide recommendations for future research, practice and policy.

MSM, G, B, T: Nomenclature and Categories

Before addressing cancer screening in gay and bisexual men and transgender peo-
ple, it is important to point out that these populations are referred to across studies 
with a variety of nomenclatures that may represent distinct populations, identities, 
and sexual behaviors. The term MSM (men who have sex with men), used widely 
in behavioral research, includes any man who has sex with another man, regardless 
of the particular sexual activity or if he identifies as gay, bisexual or transgender 
[1]. It obfuscates the implications of the various behaviors and identities, such as 
gay, which are rooted in particular histories and communities [2]. The term “sexual 
minorities” also has been used to refer to gay and bisexual men as well as trans-
gender people. But the term also can be used to refer to heterosexuals who engage 
in minority sexual practices such as bondage and discipline. Even if one uses the 
general categorical terms of gay and bisexual men and transgender people, as we 
do, or the acronym “GBT,” it is not always clear whether the sub-groups are equally 
represented or if each sub-group is facing the same (or even compatible) issues.

As we review what is known about cancer screening among men in general and 
these populations in particular, it should be kept in mind that what nomenclature or 
classifying set of categories is used in the research matters, because different studies 
may conclude different things depending on who is included under each terminol-
ogy; that may influence what we know (and don’t know) about gay men, bisexual 
men and transgender people and their particular needs for cancer screening or ac-
cess to cancer screening.

Introduction to Cancer Screening and Gay, Bisexual 
Men and Transgender People

Cancer is the second leading cause of death for men in the U. S. [3]. Among men 
across all racial/ethnic categories, the highest death rates result from, in decreasing 
order: lung, prostate (PCa), colorectal, pancreatic, and leukemia [4]. In general, it is 
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assumed that the earlier a cancer is detected and identified, the better, as treatment 
can begin during earlier stages of the disease. Effective cancer screening depends 
in part on; (1) health providers’ overall knowledge of risk factors, ideal types of 
screening, and appropriate screening intervals, so that they can advise their patient 
population appropriately, (2) their awareness of their patients’ identity- and behav-
ior-based risk factors, (3) patients’ awareness of what is important to monitor about 
themselves and communicate to their physicians, and (4) patients’ willingness and 
likelihood to comply with screening recommendations.

Based on the assumption that organized and effective screening maximizes early 
detection, major organizations, including the American Cancer Society, the United 
States Preventive Services Task Force (USPSTF), and professional associations for 
specific specializations have developed screening recommendations or guidelines 
(see Table 7.1). It should be noted that the clinical use of guidelines for some can-
cers is particularly complex. Recent discussions of screening for several cancers 
have noted that aggressive treatment may not always be warranted. As in the case 
of prostate cancer, some diseases are unlikely to progress to mortality before the 
person’s expected life span is reached. Moreover, there are side-effects of treatment 

Cancer type American Cancer Society 
(ACS) from http://www.
cancer.org/healthy/
findcancerearly/cancer-
screeningguidelines/
american-cancer-society-
guidelines-for-the-early-
detection-of-cancer

United States 
Preventive Services 
Task Force (USP-
STF) from www.
preventiveservices-
taskforce.org

Specialization-specific 
Medical Associations

Prostate cancer Average risk: 50 years old 
expecting to live more 
than 10 years should 
discuss with healthcare 
provider if testing is 
appropriate
High risk: Men ≥ 45 if 
African-American or 
if first-degree relative 
(father, brother, son) diag-
nosed with PCa before age 
65, should receive a PSA 
test (if testing is decided) 
with or without DRE. PSA 
level determines frequency 
of testing
PSA
 2.5 ng/mL should be 
retested biyearly
PSA ≥ 2.5 ng/mL should be 
retested yearly

Screening is harmful. 
Recommends against 
screening until better 
testing options are 
available

American Urological 
Association (AUA) 
from http://www.
auanet.org/education/
guidelines/prostate-
cancer-detection
 40: No screening.
40–54 at average risk: 
Routine screening not 
recommended (unless 
African-American 
or family history of 
PCa).
55–69: shared 
decision-making 
recommended.
70+: If 10–15 year life 
expectancy, screening 
should not be done

Table 7.1  Cancer screening guidelines

http://www.cancer.org/healthy/findcancerearly/cancerscreeningguidelines/american-cancer-society-guidelines-for-the-early-detection-of-cancer
http://www.cancer.org/healthy/findcancerearly/cancerscreeningguidelines/american-cancer-society-guidelines-for-the-early-detection-of-cancer
http://www.cancer.org/healthy/findcancerearly/cancerscreeningguidelines/american-cancer-society-guidelines-for-the-early-detection-of-cancer
http://www.cancer.org/healthy/findcancerearly/cancerscreeningguidelines/american-cancer-society-guidelines-for-the-early-detection-of-cancer
http://www.cancer.org/healthy/findcancerearly/cancerscreeningguidelines/american-cancer-society-guidelines-for-the-early-detection-of-cancer
http://www.cancer.org/healthy/findcancerearly/cancerscreeningguidelines/american-cancer-society-guidelines-for-the-early-detection-of-cancer
http://www.cancer.org/healthy/findcancerearly/cancerscreeningguidelines/american-cancer-society-guidelines-for-the-early-detection-of-cancer
http://www.auanet.org/education/guidelines/prostate-cancer-detection
http://www.auanet.org/education/guidelines/prostate-cancer-detection
http://www.auanet.org/education/guidelines/prostate-cancer-detection
http://www.auanet.org/education/guidelines/prostate-cancer-detection


102 T. O. Blank et al.

Testicular cancer Testicular exam recom-
mended when having a 
routine cancer-related 
checkup
No recommendation 
on regular testicular 
self-exams

Screening not 
recommended

NCI (National Cancer 
Institute):
No recommended 
screening

Colorectal  50 at average risk should 
have one of the following
Colonoscopy every 
10 years
Flexible sigmoidoscopy 
every 5 years
Double-contrast barium 
enema every 5 years
CT colonography (virtual 
colonoscopy) every 
5 years

50–75, either
Annual screening 
with high-sensitivity 
fecal occult blood 
testing; or
Sigmoidoscopy 
every 5 years, with 
high-sensitivity fecal 
occult blood testing 
every 3 years; or
Screening colonos-
copy every 10 years

American College 
of Gastroenterology 
ACG from http://
www.gi.org/guideline/
colorectal-cancer-
screening/
≥ 50: Colonoscopy 
every 10 years 
beginning at age 50 
preferred (age 45 for 
African-Americans)
Alternatives to this
Flexible sigmoid-
oscopy every 
5–10 years; or
Computed tomogra-
phy (CT) colonogra-
phy every 5 years; or
Fecal immunochemi-
cal test for blood 
(Cancer detection test)

Anal No screening recommen-
dations. (Stated on ACS 
website: some experts 
recommend yearly anal 
Pap tests in HIV+ men 
who have sex with men, 
and every 2–3 years if 
HIV−.)

No screening 
recommendations

Lung 55–74 in fairly good 
health: Annual low dose 
chest CT scan (if screening 
chosen) for current smok-
ers with ≥ 30 pack-year 
smoking history or quit 
within past 15 years

50–80: Annual low-
dose CT scan for 
current smokers with 
30 pack-year smok-
ing history or have 
quit within the past 
15 years. Screening 
should terminate 
after 15 years no 
smoking

Table 7.1 (continued) 

http://www.gi.org/guideline/colorectal-cancer-screening/
http://www.gi.org/guideline/colorectal-cancer-screening/
http://www.gi.org/guideline/colorectal-cancer-screening/
http://www.gi.org/guideline/colorectal-cancer-screening/
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that may be deleterious to quality of life. In those cases, it may be better not to have 
general screening [5, 6]. This is what has been recommended for prostate cancer, 
for example, especially by the USPSTF reviews. In other cases, there are simply no 
available screening tools. But in general, screening men for cancers for which they 
may be at risk is desirable, especially as not all cancers have clear (or any) symp-
toms even though the cancer may be aggressive. As a result, some experts believe 
that emphasis often should be on targeted screening of persons who are at risk of 
developing a specific cancer. An example is advising screening for men who smoke 
to be screened for lung cancer (see Table 7.1).

To be able to target sub-populations effectively, clinicians need to know who 
may be at higher risk for various cancers. Currently, however, data on if and how 
sexual and gender identity impacts risk and screening for male cancers is sparse, 
and even where these factors are examined (e.g., in work by Boehmer and her col-
leagues [7–9]) results differ from data set to data set. Inconsistencies may arise from 
the ways that samples are drawn and included under the pan-labels “sexual minori-
ties” and “MSM,” which can obscure information, as noted earlier. Some data are 
known: for example, that anal cancer rates are higher in populations of MSM [10], 
but that is different than simply stating that self-identified gay men are at risk. Also, 
the risk is related to anoreceptivity, rather than simply participating in anal sex, thus 
indicating the need for information about individual sexual histories and behaviors. 
Being HIV positive also increases the likelihood to contract certain types of can-
cers that are clearly related to that status [11–13]. In another HIV-related finding, 
Shiels, Goedert, Moore, Platz, & Engels [14] reported a lower rate of prostate can-
cer among men with AIDS compared to the general population. These thus are some 
behavior-based and concomitant risk factors of importance in focusing screening 
efforts. Other potentially important behavior-related risk factors are higher levels of 
tobacco smoking, drug use, obesity, and/or hormonal use. Some of these behaviors 
are found to be more prevalent among some sub-segments of the GBT populations, 
but not all [15, 16].

In addition to considering whether GBT people have higher rates of specific risk 
factors, in order to screen for cancers effectively, it is important to know whether 
or not they are recipients of general screening at comparable levels to the general 
heterosexual (or presumptively heterosexual) male population. We begin by ad-
dressing the overall screening guidelines for men, with the question of whether GB 
men follow the screening guidelines or recommendations differently than hetero-
sexual men. Ulrike Boehmer and her colleagues [17, 18] point out that there is very 
little known about sexual minorities and cancer overall, as do Heslin, Gore, King, 
and Fox [19], speaking specifically to prostate and colorectal cancer. That general 
situation is even more evident specifically relating to screening. Although Boehmer 
and her co-authors’ publications (and others such as Heslin et al.) take much-needed 
steps toward addressing the gap and gathering basic information on health behav-
iors, there is still much left to discover.

Thus, an emphasis on screening, at least for specific cancers, is called for, based 
on evidence of higher risk for at least some sexual minority male populations for 
several cancers. (Sometimes the risk can be traced to specific behaviors or the pres-
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ence of viruses related to behaviors, sometimes not). At the same time, there does 
not appear to be any information about whether or not there are differential rates of 
cancers other than prostate, colorectal, and anal, including at least one that is very 
much a male cancer—testicular. If we know that there may be differential risks for 
at least some cancers, to what degree do those risks produce higher screening rates 
in vulnerable populations?

As we earlier noted, effective screening depends on both health provider and pa-
tient factors. Both are dependent on knowledge of and dissemination of that knowl-
edge about risk factors. Some is known about both risks and screening related to 
HIV-defining cancers [12, 13] and quite a bit about HPV and anal cancer [20–22]. 
There is likely much more to know, however, about GB men who live long-term 
with HIV/AIDS and their risk for both HIV- and non-HIV-related cancers and the 
influence of HPV on other cancers. But for many cancers we do not have a knowl-
edge base about whether more aggressive screening is appropriate or not.

A critical element in screening depends upon men getting to health care provid-
ers in the first place. California Health Interview Survey data show that gay men 
were much more likely than heterosexual men to have seen a physician in the past 
year [23], which is positive in terms of making sure their health needs are met. 
Unfortunately, Durso and Meyer [24] found that 40 % of bisexual men in their New 
York City sample and 10 % of gay men did not disclose sexual identity to their 
health care providers. Not disclosing such information may cause potentially perti-
nent screening questions to be omitted even when there is knowledge that persons 
with certain characteristics should be screened.

Moreover, there are the issues of GBT men’s and MSM’s own knowledge of 
screening procedures and their willingness and likelihood to undergo screening pro-
cedures. This has been addressed most fully in research on HPV and anal, colorec-
tal, and prostate cancer. Concerning anal cancer, Newman, Roberts, Masongsong, 
& Wiley [25], working with Los Angeles focus groups of community health advo-
cates, identified a number of barriers to anal cancer screening: perceived stigma 
with having an anal Pap smear, unease about the procedure and revealing the anus, 
concern over clinicians’ discomfort with the process, lack of concern for anal cancer 
relative to concern over HIV, general reluctance to seek out health care, and lack 
of awareness about HPV as problematic. Blackwell and Eden [26] and Seay, Sadiq, 
Roytburd, Menezes, & Quinlivan [27] found very poor knowledge about both HPV 
and anal cancer in their sample of MSM, both with and without HIV. Despite this 
lack of knowledge, Seay, Sadiq, Roytburd, Menezes, & Quinlivan [27] found nearly 
full acceptance of anal Pap smears (a swab screening method for HPV) among their 
sample of men with HIV. This level of acceptance may have to do with the men’s 
seropositive status, whether that be related to heightened concerns about health 
or greater familiarity with invasive testing. In a national-level study of HIV+ and 
HIV− MSM, conducted by D’Souza, Cook, Ostrow, Johnson-Hill, Wiley, & Silves-
tre [28], HIV+ men were more likely to have had an anal Pap. The work of Reed, 
Reiter, Smith, Palefsky, & Brewer [29] found that gay men were more likely to both 
get screened and to pay for the test if need be than bisexual men, highlighting the 
importance of identity on screening—and the need to focus attention more directly 
on bisexual men than has been the case.
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Some aspects of the results of D’Souza et al.’s research [28], however, are of 
concern: 47 % of HIV+ men and 32 % of non-HIV+ men had a history of anal warts 
(which can be HPV- or non-HPV-related), but only 16 and 7 % respectively had 
ever had an anal Pap test. Factors enabling screening were awareness of available 
screening in the community and having health insurance [28]. Health insurance 
obviously matters in men’s likelihood to be screened for anal cancer: Reed, Reiter, 
Smith, Palefsky, & Brewer [29] conducted a survey of GB men (over 80 % of whom 
were HIV−) to ask about their willingness to receive anal Pap screening. Less than 
one-third of the sample was willing to get the test if it would cost them $150, but 
over 80 % were willing if it were free.

Given this, we can identify some information about whether or not GBT men 
are more or less likely to get standard screening. Several researchers have looked 
at rates of participation in screening for prostate cancer. For example, using the 
large-scale California Health Interview Survey (CHIS), Heslin et al. [19] found no 
difference between GB and heterosexual men in likelihood to undergo screening for 
prostate cancer. However, GB black men were less likely to have such testing than 
heterosexual black men or GB white men. On the other hand, GB men living alone 
were more likely to have the PSA (prostate-specific antigen) test than those not liv-
ing alone. They also found that smokers were less likely to be tested for prostate 
or colorectal cancer than non-smokers, a problem as Heslin et al. note that smokers 
are at higher risk for both. Of concern in these findings is that the GB men who are 
less likely to get screening appear to be those who are at higher risk due to lifestyle 
or ethnicity factors and thus should be screened. This illustrates the inadequacy of 
paying attention only to sexual minority or racial/ethnic minority status and the 
need to consider the intersections of multiple identities (and the behaviors that may 
be related to those). Blank et al. [30] found both a high level of misinformation 
about prostate cancer but a high level of having been screened (PSA and digital 
exam) among gay men in their 40’s and 50’s. Given their lack of knowledge, the 
reason they were tested had to do with access to general health care (this was in a 
time before recommendations against general screening by the USPSTF). Thus, a 
key factor is access to health care, and any reduction in access will result in reduced 
screening efforts, not just with prostate cancer, but generally. Heslin, Gore, King, 
and Fox [19] and Boehmer, Miao, Linkletter, & Clark [23], using the CHIS, found 
a higher rate of screening for colorectal cancer among GB men than heterosexual 
men. Heslin et al. speculated that the rates may be related to higher likelihood to 
have HIV, and concomitant HIV-related health care.

Thus, overall it seems that there is scant evidence suggesting different screening 
levels for prostate and colorectal cancer when comparing GB men as a group to 
heterosexual men. Most results show little or no difference with an overall compari-
son of all GB men (or MSM, depending on the study) and the general population, 
and indeed some situations in which GB men may be better screened than general 
populations. At the same time, there are several indications that there appear to be 
problems with various specific sub-groups’ likelihood to access and receive screen-
ing, and these are the ones who are men most likely to merit aggressive screening 
due to specific risk factors.



106 T. O. Blank et al.

Cancer Screening of Transgender and Gender 
Variant People

Transgender is a term usually applied to people who live their lives fully or partially 
in another gender than the one assigned based on anatomy at birth (natal). The term 
includes those who have undergone significant hormonal therapy and/or surgical 
procedures (transsexuals) as well as others who have had little to no physical altera-
tion of their bodies. The latter populations, however, may be affected by how they 
are perceived, addressed or treated due to their gender non-conformity. Gender vari-
ant or gender non-conforming are terms used for a range of gender identifications 
and/or characteristics seen by society as incongruent to their natal anatomy. For a 
more comprehensive list of gender identities, see the information from the National 
Center for Transgender Equality [31].

The concerns of male to female (MtF) transgender or transsexual individuals 
may be different than those of female to male (FtM) transgender or transsexual 
people and are further complicated by issues of race, ethnicity, and socioeconomic 
status [32, 33]. Moreover, not all transgender, transsexual or gender variant people 
are gay or lesbian identified; they can also be heterosexual, bisexual, asexual, and 
pansexual [34] (see their Table I, p. 290). Outside of western notions of gender and 
sexual identity, there also exist people who are recognized within their society as 
third genders, such as the muxe of Oaxaca, Mexico [35], the hijras of India [36] 
and the bakla of the Philippines [37] and Native Americans who are reclaiming the 
gender identities and traditions of the two-spirit peoples of the past [36]. Therefore, 
gender variant populations also may be encountered as immigrant populations are  
located within certain geographical locations.

This range of gender identities, including transsexual identities, has major im-
plications for receiving appropriate cancer care, including screening. It is important 
to stress that most surgical procedures a transsexual person may undergo do not 
remove natal internal organs; thus, MtF women are likely to still have prostates 
and FtM men to have ovaries. It is also very important to note that the massive use 
of hormonal alterations to suppress the sex hormones of the natal biology and to 
greatly increase the complementary other-sex hormones may have major effects 
not only on sex-related cancers such as prostate, testicular, ovarian, etc., but also on 
other cancers. Very little is known about the potential physical impacts of hormonal 
treatments [38].

There is a dearth of empirical research on specific cancer screenings with the 
various populations of gender variant people, with only a few articles readily found 
(as well as some case studies of a specific transgender or transsexual person who 
presented with a cancer related to natal anatomy—a good source referencing these 
case studies is Gooren & Asscheman, [38], pp. 287–289). Weyers, Decaestecker, 
Verstraelen, Monstrey, et al.’s ([39], p. 192) study of gynecological exams in Dutch 
transsexual women (MtF) revealed that most had not had a speculum exam, nor a 
vaginal ultrasound, and that none had had a vaginal digital exam. The study also 
showed that it was possible to use the vaginal exam for palpation of the prostate and 
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a trans-vaginal ultra-sound to examine the prostate for cancer. This study recom-
mended particular techniques that can assist with prostate screening in transsexual 
women with minimal discomfort. In another article focusing on mammography 
screening of Dutch transsexual women, it was noted that while there is little re-
search on whether there is elevated breast cancer risk among transsexual women, 
there is no reason for not following the general guidelines with them regarding 
screening for all women [40]. Note that both the specific studies and general in-
formation about transgender populations [41], edited by Kreukels, Steensma, & de 
Vries, (which includes the Gooren & Asscheman chapter noted above) are all by 
Dutch researchers and clinicians, i.e., are not studies conducted with U.S. popula-
tions. There were no studies found regarding cancer screening for transsexual (FtM) 
or transgender men. The Transgender Discrimination Survey: Report on Health and 
Health Care by the National Center for Transgender Equality and the National Gay 
and Lesbian Task Force [42], drawing on a sample of over 7000 transgender and 
gender variant respondents, reported several key findings that are of relevance to 
cancer screening: a high percentage of those interviewed postponed medical care 
due to discrimination or cost; a significant number reported outright refusal of care, 
with gender variant people of color more likely to report refusal of care; and more 
upsettingly, a significant number of participants reported experiencing harassment, 
including violence, in the clinical setting. This report found that only 28 % of the re-
spondents “were out to all their medical providers” [42, p. 3]. Moreover, the report 
also found that providers lacked sufficient knowledge about transgender people. It 
should be noted that the American College of Obstetricians and Gynecologists have 
been proactive in providing information on screening to their members [43]. Their 
essential point is that clinicians must treat all transgender persons with respect and 
should provide screening appropriate to their anatomy, and we would include, their 
gender.

Recommendations for Future Research, 
Practice and Policy

Research

In 2002, Boehmer noted that LGBT populations were vastly underrepresented in 
medical literature, and what was there was largely STD-related. Our review of the 
research related to GBT men and MSM and cancer shows that while there is certain-
ly now some research, including on screening, that is not specifically STD-related, 
much of the cancer research does still focus on STD connections. The preceding 
discussions reveal areas that continue to need more research. The HIV-associated 
cancers need attention, but the cancers not related to HIV and other sexually trans-
mitted diseases also need attention, both for the minority of GB men and T persons 
who are HIV+ and the majority who are not. The general question of how sexual 
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and gender identity, and sexual practices, affect or don’t affect men’s likelihoods 
to develop these diverse cancers remains largely unaddressed. Until that is better 
known, it is difficult to assess whether and, if so, how to direct screening specifi-
cally to GB men and T people.

Non-standardized nomenclature and language is one area researchers need to ad-
dress in order to gather information that will be useful for practice and policy. This 
is sometimes but not always related to how the sample is obtained and the range 
of persons included in a particular study. Some studies use GB and T, some use 
MSM, some use “sexual minority men.” Further, the common approach of making 
comparisons of GBT to presumably or definitively heterosexual samples continues 
heteronormative hegemony. In fact, most comparative studies compare their find-
ings to samples that are only presumptively heterosexual and, indeed, likely include 
a subset of G and/or B men. Related to that, there is virtually no data base specifi-
cally on bisexual men, despite potentially different ranges of sexual behavior, from 
either exclusively same-sex to exclusively other-sex behaviors.

There is a need to specifically include transgender populations in cancer screen-
ing research and recommendations. Not only is more study needed on every aspect 
of cancer screening among transgender and gender variant people, but “[r]esearch-
ers should make note of all gender categories that exist in a given social formation 
and avoid the tendency to see gender as a binary system anchored to the categories 
‘men’ and ‘women’” ([1], p. 241). In other words, researchers need to be more 
sophisticated in capturing the various ways that gender variance may affect cancer 
screening.

One specific problem with work on screening is that much of the research cited 
above is based on the California Health Interview Survey, which has its own is-
sues of bias (cross-sectional design, limited to California’s unique population) and 
may not be fully generalizable to other geographic areas. Other work is based in 
New York City, and like California, this region likely has differences from the rest 
of the country. D’Souza, Cook, Ostrow, Johnson-Hill, Wiley, & Silvestre [28], for 
example, noted that in just four major metropolitan areas (Los Angeles, Pittsburgh, 
Chicago, Baltimore) there was a great deal of variation in awareness about screen-
ing for anal cancer and the likelihood of being screened. Such differences are prob-
ably even larger scale between urban and rural regions, the South and North, the 
East and West, etc.

Studies sometimes include diversity factors in their sample, whether obvious 
ones such as age, HIV status, and race, or less obvious ones, such as likelihood to 
engage in anoreceptive sex [28], access to health insurance [18] and living situa-
tion [23]. Yet, in many studies, such factors often are omitted. More attention to 
different types of diversity in identity and practices is needed. One example may be 
the question of whether age is related to screening behaviors. Age is inextricably 
linked with a cohort divide between those GBT men who grew up before both the 
Stonewall Rebellion and subsequent gay rights movements (and, thus, were crimi-
nals just for having sex with men) and the rise of HIV/AIDS, especially among gay 
men, and those who grew up after those events [44]. Current age as related to cohort 
thus affects a wide range of factors having to do with vast differences in likelihood 
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of outness, relationship to doctors, and the degree to which HIV/AIDS dominates 
GBT individuals’ view of health care. Also relevant is whether health care providers 
may make a priori assumptions that if a patient self-identifies as gay, then AIDS is a 
major concern. These factors will affect whether or not the men are referred for and 
can access appropriate screening.

The nature of different men’s diverse needs for screening is an area of needed 
research. An example that is relevant to at least a subset of GB men more than to the 
general population concerns anal cancer. Questions have been raised as to whether 
repeat screening is called for [45], and if so, the best interval times for repeat screen-
ings [6, 22]. More research needs to be conducted on effective screening practices, 
highlighted by the fairly low accuracy rate of the anal Pap smear [46]. These authors 
state that screening for anal cancer increases longevity and quality of life, but Oon 
and Winter [47] contest this assumption. Their review of anal screening and cancer 
treatment led them to conclude that treating anal cancer at all is problematic due 
to quite negative side effects and a high recurrence rate. Obviously such questions 
need further research. This is similar to the USPSTF [5] logic related to prostate 
cancer screening and their decision to recommend against it in any mass screening 
way.

Finally, although, as noted, the anal Pap smear seems to have comparatively low 
accuracy, and the anal cancer it helps identify may not be easily treatable, it is one 
method that can actually be done by men at home. Lampinen et al. [45] performed 
an evaluation of the efficacy of the self-swab, comparing them to physician-taken 
swabs. They noted that physician Paps (92 % usable) were higher quality, but self-
swabs were reasonably comparable (83 %). Any kind of screening, especially of the 
anogenital region, that men can do in privacy and/or more cheaply than in a clinical 
setting is worth researching and developing further.

Practice

In general, clinicians must be well-trained in risk factors and screening practices 
in order to effectively care for their patients. Yet not all clinicians have sufficient 
knowledge of GB men’s or T people’s health needs or comfort levels with the types 
of screening practices required. For example, Oon and Winter note the lack of clini-
cians trained to do anal screening (in Ireland), as do Newman, Roberts, Masong-
song, & Wiley [25] and Goldstone & Moshier [22] (in the U.S.). Pitts, Couch, & 
Smith [48] make the very good point that clinicians cannot assume that men, even 
men with wives and children, do not or have not had sex with men. They advocate 
asking about past and present practices rather than identity in order to determine 
risk and screening needs. As with the example of anal screening, some of the im-
plications for practice are specifically related to cancer screening, although much is 
simply related to better practice with GBT men, specifically, or even more generally 
with LGBT populations [16, 42].

Related to practice, many theorists have discussed—and developed models 
about—why people do or do not practice healthy behaviors, see doctors, and adhere 
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to medications (see [49] for an overview and [50–52] for examples of such models). 
Most of these include an individual component of some sort—such as attitudes 
toward health care, trust, appraisals of threat, illness models, general personal ap-
proach to life, etc.—and contextual or external ones, many of which are structural. 
One of the foremost of the latter is access, which includes both availability of insur-
ance and availability of providers who are sensitive and welcoming, and the ability 
to pay for those providers. Lack of positive individual or external factors (such as 
social support, welcoming providers) and/or presence of negative ones (such as 
stigma) will lead to lower compliance with screening, as with other medical advice 
and recommendations for self-health. Importantly, the impact of negative factors re-
lated to people’s likelihood to receive quality health care is likely to be exacerbated 
among LGBT persons [15, 16].

Advocating with insurers to provide adequate coverage for recommended prac-
tices would be ideal. Lindsey, DeCristofaro, & James [46], for example, discussing 
whether or not to screen for anal cancer, observe that the Pap smear is less accurate 
than biopsies. The authors note, however, that many insurers will not pay for DNA 
testing for HPV should a man’s swab turn up positive, as the procedure is not FDA-
approved for men [53], as it is for women’s cervical Paps. Clinicians can do more 
to reach out to populations at risk. Newman, Roberts, Masongsong, & Wiley [25] 
asked their sample of community health professionals for recommendations about 
the anal Pap and they were: public awareness campaigns among men of diverse 
backgrounds, enhanced medical training, and non-clinical sites for screening, in-
cluding bars, at home, or even in clinical settings, but as routine parts of check-ups.

Speaking specifically to anal cancer, given concerns with masculinity, including 
in GBT populations (see [25] for discussion of masculinity), any test that seems 
feminized is likely to be unpopular. Calling the anal Pap smear a “Pap smear,” 
linked as the phrase is with women’s health, may challenge men’s comfort levels. 
Even the word ‘smear’ may trigger fears about hygiene (see [25] for a discussion of 
such concerns). We recommend paying attention to language as much as possible. 
Interestingly, also related to concerns about perceptions of masculinity, a number of 
gay men in our study [30, 54] expressed specific discomfort about the penetration 
required during the DRE (digital rectal exam) for prostate cancer. Their concerns 
primarily centered around the clinicians’ potential perceptions of them as gay men 
“enjoying” the exam too much.

Also, it is important to note that those who have undergone significant surgical 
procedures to alter their anatomical sex may be unaware that their bodies as women 
possess a prostate or their bodies as men possess ovaries and a uterus. Thus, pros-
tate screening for transsexual women and gynecological cancer screening for trans-
sexual men is needed: if the organ is there, it should be screened [55]. While these 
types of cancer screenings are anatomy-specific, they can be unsettling or disruptive 
to the patient’s gender identity [56]. These screenings can be performed in a manner 
that is sensitive and affirming to the patient’s gender identity within the wide range 
of gender identities and gender and sexual expression [39, 40, 55]. This also may 
hold for those who may not have had any significant surgery but feel uncomfortable 
with getting genital and reproductive cancer screening due to their preferred gender 
presentation and feelings about their gender identity.
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Health practitioners, due either to their bias, discomfort, or simply to their lack 
of knowledge of how to approach these types of screening exams, may not be able 
or willing to provide appropriate services. While in the last few decades the medical 
and health care system has recognized the need for cultural competence in screen-
ing and treatment of diverse racial/ethnic groups, a similar campaign is needed to 
address the variety of sexual identities, gender identities, gender performances and 
their relationships to cancer screening.

Seeking or accessing screening can be obstructed by common gender assump-
tions. Practitioners and staff need to be aware of how the physical environment, the 
forms to be filled out, and the language used can obstruct cancer screening in gender 
and sexual minorities. Cancer screenings that: are unigender-focused (i.e., screen-
ing materials/outreach aimed at “men”); involve unigender environments such as 
waiting rooms with only depictions of men dealing with that cancer and materials 
assuming and portraying only males in heteronormative relationships; are in sites 
with no unisex bathrooms available; and/or employ clinical staff who use language 
and behavior reinforcing conventional ideas of gender, regardless of patient/client 
preferences, will all inhibit many individuals’ interest in disclosing their sexual and 
gender identities and their likelihood to follow through on screening at such sites. 
Instead, screening sites and all clinical settings need to actively create an envi-
ronment that is inclusive. It also must be physically safe and secure, particularly 
for transgender and gender variant people, who suffer aggravated rates of violence 
[57], to enter and use. This includes staff being prepared to address inappropriate 
comments, behaviors, and/or abuse by other patients.

There is also a danger in only seeing specific cancers, such as anal cancer, as 
relevant for screening MSM or trans people or a sub-segment of those populations, 
while ignoring all other cancer screenings or cancer risks. Therefore, people in these 
populations need to be addressed as whole human beings with a range of cancer 
screening needs. Fundamentally, improving cancer screening among sexual and 
gender minority populations involves addressing general assumptions about gender 
and sexuality and the heteronormativity still embedded in health research, medical 
practices and clinical settings [16, 42].

Policy

The Institute of Medicine [16] recently focused attention on health issues related 
to LGBT populations, and in the process highlighted a number of policy areas that 
address specific lacks of inclusion in research, lack of sensitivity in communication 
between doctors and LGBT patients, and problems with access to quality care. Even 
more recently, a National Summit on Cancer in LGBT Communities convened in 
New York City in early 2014. One of the foci of the Summit was policy, and a num-
ber of policy issues were identified. While proceedings of the conference have not 
yet been distributed, discussion of policy, specifically related to screening, identi-
fied issues similar to those we have included in this review. As was the case with 
implications for practice, suggestions from the Institute of Medicine [16], other 
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commentators and from our review range across alterations in policy that concern 
broad changes in research and practice, encompassing the health of populations 
such as gay and bisexual men and transgender people [16, 42], while others are 
more specific to cancer, specific cancers, and/or GBT men.

After reviewing the literature we call for funding for more research on effective 
screening, screening intervals, relative benefits and risks of screening, and screen-
ing training, especially how to direct appropriate screening messages to GB men, 
MSM, and transgender people. This can be accomplished by inclusion of these 
groups in studies on ways to evaluate the value of screening for different cancers 
and on ways to develop interventions that either encourage the use of standard 
screening practices or more aggressively target specific sub-groups for screening 
who may have specific behavioral risk factors. Campaigns on prevention, such as 
male vaccination for HPV, should be developed and presented in a systematic way.

It is important to reiterate that the discussion of cancer screening in the context 
of MSM and GBT people quickly becomes part of a broader discussion—of the 
value of screening in general and its applicability to all men; of the relationship of 
screening to risk factors that include biological, life style, and institutional aspects; 
of barriers to access to health care generally and in the specific circumstances of 
having a non-majority sexual or gender identity; and of the relationships among all 
persons and their health care providers. The challenge remains to integrate appro-
priate cancer screening activities and interventions directed specifically to gay men, 
bisexual men, and transgender and gender variant persons.
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Abstract The lack of information on sexual orientation and gender identity in 
cancer registries has prevented epidemiologists from assessing cancer disparities 
related to these dimensions of social inequality at the individual level. Nonetheless, 
researchers in North America and Europe have conducted studies to estimate sexual 
orientation and gender identity disparities in the risk of developing or dying of cer-
tain cancers, some of which provide evidence of a higher burden of cancer among 
lesbian, gay, bisexual, and transgender (LGBT) populations. Specifically, U.S. 
investigators have found a positive association between same-sex partner house-
hold density and the incidence of breast (among women), colorectal (among women 
and men), and lung (among men only) cancers at the county level. At the individual 
level, research shows that breast cancer incidence may be slightly higher among 
lesbian and bisexual women relative to heterosexual women, and that the incidence 
of anal cancer may be higher among men who have sex with men compared to men 
in general. Some studies have also suggested that transgender women receiving hor-
mone therapy may be at higher risk than the population in general of dying of lung 
and blood cancers. Additional research is needed to identify the long-term effect of 
estrogen and testosterone on the risk of developing hormone-related tumors among 
transgender women and men receiving hormone therapy. Further, studies that con-
sider the influence of the lifecourse and contextual factors on outcomes along the 
full cancer continuum, include LGBT people of color and low-income LGBT indi-
viduals, and focus on populations in developing countries are needed.

Introduction

Given the absence of information on sexual orientation and gender identity in can-
cer registries [1, 2], epidemiologic research on the prevalence, incidence, and mor-
tality of cancer among lesbian, gay, bisexual, and transgender (LGBT) populations 
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is limited. However, studies suggest that sexual (i.e., lesbian, gay, and bisexual in-
dividuals) and gender (i.e., transgender individuals) minorities may be at increased 
risk of developing or dying of certain malignancies compared to the population in 
general and their heterosexual and cisgender counterparts in particular. Cancer risk 
factors that disproportionately affect LGBT individuals throughout the lifecourse 
include cigarette smoking, alcohol use, overweight and obesity (among women and 
girls only), sexual risk behaviors, and low levels of cancer screening services use 
[3–7]. The vast majority of research on cancer and the LGBT community pertains to 
these risk factors, on which, unlike cancer outcomes, high-quality, individual-level 
data exist. Studies examining sexual orientation and gender identity disparities in 
cancer risk factors are reviewed in Chaps. 2, 3, 4, and 5 of this book.

While cancer risk factors do not necessarily translate into cancer outcomes, sever-
al investigators have hypothesized that, based on the elevated level of cancer-related 
indicators among sexual and gender minorities, LGBT individuals may be at higher 
risk than their heterosexual counterparts of developing cancer, including breast tu-
mors [3–5, 8–12]. In recent years, several researchers have assessed sexual orienta-
tion disparities in observed and predicted breast cancer risk and many have found 
some evidence of a higher risk of developing the malignancy among lesbians relative 
to their heterosexual counterparts [11, 13–17]. Moreover, research findings show that 
men who have sex with men (MSM), especially those living with human immunode-
ficiency virus (HIV) infection [18], have an excess incidence of anal cancer relative 
to men in general [13, 19–22] and a higher risk of developing the disease compared 
to non-MSM [23, 24]. Further, scientists have posited that transgender individuals 
who obtain hormone therapy may be more likely than cisgender persons to develop 
hormone-related tumors, including breast, prostate, and endometrial cancers [25–27]. 
Research on the relationship between gender identity and cancer outcomes is in its 
infancy, and existing studies present methodological limitations that make it difficult 
to ascertain the long-term effect of exposure to estrogen and testosterone on cancer 
incidence among transgender populations receiving hormone therapy [25–27].

In this chapter, I review the available evidence on the burden of cancer—namely, 
breast, anal, colorectal, lung, and reproductive cancers—among LGBT populations 
and highlight who and what is missing from this literature. I conclude by identifying 
the implications of these findings for population health research, healthcare policy, 
and clinical and public health practice.

What Do We Know about the Epidemiology  
of Cancer by Sexual Orientation?

Sexual Orientation and Breast Cancer

Breast cancer is the most common cancer (other than skin cancer) and second lead-
ing cause of cancer death among U.S. women [28], with age-adjusted incidence 
and mortality rates of 123.8 and 22.6 per 100,000 women per year, respectively, 
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between 2006 and 2010 [29]. The American Cancer Society estimated that, in 2014, 
approximately 232,670 new cases of invasive breast cancer would be diagnosed 
in the United States and about 40,000 U.S. women would die of the disease [28]. 
Studies show that, among U.S. women, pronounced inequities exist in breast can-
cer incidence and mortality by race/ethnicity, socioeconomic position (SEP), and 
geographic location [30, 31]. Several investigators have hypothesized that lesbian 
and bisexual women may be at greater risk of developing breast cancer compared 
to heterosexual women as a result of a higher prevalence of breast cancer risk fac-
tors, including nulliparity, alcohol use, and obesity [3–5, 8–12]. However, given 
the lack of information on sexual orientation in cancer registries [1, 2], epidemio-
logic research on sexual orientation disparities in breast cancer remains scarce [8]. 
Nonetheless, scientists have employed novel strategies to ascertain the relationship 
between sexual orientation and breast cancer prevalence, incidence, and mortality  
among women [32].

Breast Cancer Prevalence

In a U.S. study of predominately white women aged 50–79 years, Valanis et al. [3] 
found that “lifetime” lesbians (defined as women with only female sexual partners 
in their lifetime; prevalence [pr] = 5.8 %), “adult” lesbians (defined as women with 
only female sexual partners after age 45 years; pr = 7.0 %), and bisexual women 
(defined as women with both male and female sexual partners in their lifetime; 
pr = 8.4 %) each had a higher self-reported prevalence of breast cancer than hetero-
sexual women (defined as women with only male sexual partners in their lifetime; 
pr = 4.9 %). In contrast, using pooled data from the 2001, 2003, and 2005 Califor-
nia Health Interview Survey (CHIS), Boehmer and colleagues [33] found no sta-
tistically significant sexual orientation differences in the self-reported prevalence 
of breast cancer among California women aged 18–85 years ( p = 0.28). Similarly, 
analyses by Cochran and colleagues [4] showed that the self-reported prevalence 
of breast cancer derived from seven independently conducted surveys of predomi-
nately white (86 %) lesbian and bisexual women aged 18–75 years (pr = 0.9 %; 95 % 
confidence interval [CI]: 0.8 %, 1.1 %) did not differ from the standardized self-
reported prevalence of breast cancer among U.S. women in general, estimated using 
National Health and Nutrition Examination Survey III data (pr = 0.9 %; 95 % CI: 
0.4 %, 1.3 %). However, the authors cautioned that their study may have underes-
timated lesbian and bisexual women’s prevalence of breast cancer, for which the 
median age at diagnosis between 2006 and 2010 was 61 years [29], as a result of the 
sample’s relatively young mean age (36 years) [4].

Breast Cancer Incidence

Because prevalence only captures existing cases of disease at a given point in time 
[34], this measure may underestimate the burden of breast cancer among lesbian and 
bisexual women if they have a higher breast cancer mortality rate than heterosexual 
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women [4]. Thus, incidence, which reflects the development of new cases of dis-
ease over a specified period of time [34], provides more accurate information about 
how sexual orientation shapes the population distribution of breast cancer indepen-
dently of survival. Using standardized incidence ratios, Frisch et al. [13] found that, 
in Denmark, breast cancer incidence among women aged 18–80 years (median age: 
37 years) in a registered same-sex partnership between 1989 and 1997 was similar 
to that of women in general (standardized incidence ratio [SIR]= 0.9; 95 % CI: 0.4, 
1.9). In the United States, the Surveillance, Epidemiology, and End Results (SEER) 
Program of the National Cancer Institute, which collects surveillance data on cancer 
incidence from population-based cancer registries that capture approximately 28 % 
of the U.S. population [35], does not provide information on sexual orientation 
[1, 2]. As a result, researchers are unable to assess sexual orientation disparities 
in breast cancer incidence among U.S. women using information from the SEER 
Program alone. In order to address this gap in knowledge, Boehmer and colleagues 
[14] linked 1996 to 2004 SEER data on the incidence of breast cancer and 2000 
U.S. Census data on the density of female same-sex partner households, which they 
used as a surrogate for lesbian population density. This study showed that, at the 
county level, a one-unit increase in the density of adult women living with a same-
sex partner was associated with a 13 % higher age-adjusted breast cancer incidence 
rate, accounting for county-level race/ethnicity and federal poverty level (incidence 
rate ratio [IRR]= 1.13; 95 % CI: 1.11, 1.16) [14].

In recent years, researchers have used mathematical prediction models to esti-
mate sexual orientation group differences in a woman’s probability of developing 
breast cancer during a specified period of time based on her age and other known 
risk factors [17, 36]. Applying the National Surgical Adjuvant Breast and Bowel 
Project (NSABP)-modified Gail breast cancer risk model [37] to cross-sectional 
data, Dibble et al. [15] found that predominately white self-identified lesbians aged 
40 years and over living in California between 1999 and 2002 had a slightly higher 
five-year (1.2 % vs. 1.07 %, p < 0.001) and lifetime (11.1 % vs. 10.4 %, p = 0.001) 
risk of developing breast cancer than their heterosexual sisters. Using survey data 
collected between 1994 and 1996 among predominately white adult (mean age: 43 
years) women living in Chicago, New York, and Minneapolis, Brandenburg et al. 
[16] found that the five-year (0.96 % vs. 0.85 %, p < 0.05) and lifetime (11.6 % vs. 
10.7 %, p < 0.05) predicted risk of developing breast cancer, which they calculated 
using the Gail model, was significantly higher for lesbians (defined as women who 
were only or mostly attracted to and sexually active with women or not sexually ac-
tive in the past year) relative to heterosexual women (defined as women who were 
only or mostly attracted to and sexually active with men or not sexually active in the 
past year). The direction and statistical significance of these associations persisted 
in linear regression models adjusting for education, race/ethnicity, and study site 
[16]. In 2012, Austin and colleagues [17] published the first study to estimate sexual 
orientation group differences in a woman’s predicted risk of developing breast can-
cer using longitudinal data. Applying a modified version of the Rosner-Colditz risk 
prediction model, which accounts for risk factors that vary by age and reproductive 
history, the researchers found that, among predominately white (94 %) premeno-
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pausal women aged 25–58 years who participated in the Nurses’ Health Study II  
between 1989 and 2005, the predicted breast cancer incidence rate was slightly 
higher among lesbian (IRR = 1.06; 95 % CI: 1.06, 1.06) and bisexual women 
(IRR = 1.10; 95 % CI: 1.10, 1.10) relative to heterosexual women [17].

In contrast, other studies have found no statistically significant association be-
tween sexual orientation and breast cancer risk. Using data from a population-based 
case-control study of women aged 21–45 years living in the state of Washington, 
Kavanaugh-Lynch et al. [11] found no significant difference in the odds, which 
approximate risk when the outcome is rare [34], of breast cancer between lesbians 
(defined as women who never had a male sexual partner) and women with male 
lifetime sexual partners (odds ratio [OR] = 1.74; 95 % CI: 0.62, 4.91). However, the 
number of lesbians in this study was small ( sample size [n] = 18, 10 cases and 8 con-
trols) and results may not be precise. Further, adjusting for age, race/ethnicity, em-
ployment, and disability status, Roberts et al. [38] found similar odds of having ever 
received a breast cancer diagnosis (OR = 1.00; 95 % CI: 0.21–4.80) between pre-
dominately white (70 %) self-identified lesbian and heterosexual women aged 35–
75 years (mean age: 43 years) who received care at Lyon-Martin Women’s Health 
Services in San Francisco, CA between 1995 and 1997. Using the NSABP-modified 
Gail model, McTiernan and colleagues [36] assessed sexual orientation disparities 
in predicted breast cancer risk in a Seattle-based sample of 491 women aged 18–74 
years with a family history of breast cancer. In this cross-sectional study, the authors 
did not find self-identified lesbians (n = 65, mean Gail risk to age 79 years: 13.2) to 
be at higher risk of developing breast cancer than women in general ( n = 317, mean 
Gail risk to age 79 years: 14.2) [36].

Breast Cancer Mortality

In a recent study, Cochran and Mays [39] used 1997 to 2003 National Health In-
terview Survey and National Death Index data to investigate possible sexual orien-
tation differences in breast cancer mortality risk among U.S. women aged 18–80 
years, the majority of whom were between 18 and 44 years of age. Adjusting for 
age, the researchers found some evidence of a greater risk of dying of breast cancer 
among women married to or cohabitating with a same-sex partner, who were pre-
sumed to be lesbian or bisexual, relative to women married to or cohabitating with 
a different-sex partner, who were presumed to be heterosexual (Cox proportional 
hazard ratio [HR]= 3.2; 95 % CI: 1.01, 10.21) [39].

Sexual Orientation and Anal Cancer

Between 2006 and 2010, the age-adjusted anal cancer incidence rate was 
1.5 per 100,000 persons per year among U.S. men in general, with an esti-
mated 7,060 new cases and 880 deaths in 2013 [40, 41]. However, research 
shows that the population distribution of anal cancer incidence varies by sex-
ual orientation, with MSM, especially those living with HIV infection [18], at  
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elevated risk of developing the disease [19]. In a 2012 meta-analysis, which includ-
ed nine studies of anal cancer incidence among MSM (two of which provided data 
on HIV-negative MSM), Machalek and colleagues [19] found a pooled anal cancer 
incidence rate of 5.1 per 100,000 men per year (95 % CI: 0.0, 11.5 per 100,000 
person-years, n = 48,881) among HIV-negative MSM; the rate among HIV-positive 
MSM was considerably higher at 45.9 per 100,000 men per year (95 % CI: 31.2, 
60.3 per 100,000 person-years, n = 956,095). In a study of 6972 MSM who partici-
pated in the U.S. Multicenter AIDS Cohort Study between 1984 and 2006, D’Souza 
et al. [18] found an overall anal cancer incidence rate of 37 per 100,000 men per 
year (95 % CI: 25, 53 per 100,000 person-years) among MSM in general—with 
an incidence rate of 14 per 100,000 men per year (95 % CI: 6, 30 per 100,000 
person-years) among HIV-negative MSM and 69 per 100,000 men per year (95 % 
CI: 46, 105 per 100,000 person-years) among HIV-positive MSM in particular. 
Among HIV-infected men who participated in cohort studies from the United States 
and Canada between 1996 and 2007, Silverberg and colleagues [42] found that 
the incidence rate of anal cancer was significantly higher among MSM (incidence 
rate [IR]= 131; 95 % CI: 109, 157 per 100,000 person-years) relative to other men 
(namely, heterosexual men, men who use intravenous drugs, and men with another 
HIV risk factor) (IRR = 3.3; 95 % CI: 1.8, 6.0 per 100,000 person-years).

Given the absence of data on sexual orientation in cancer registries [1, 2], no 
study has directly assessed disparities in anal cancer incidence among MSM among 
men overall relative to men who have sex with women only. In order to address this 
gap in the literature, Piketty et al. [23] examined sexual orientation disparities in 
anal cancer risk among HIV-positive men using data from the French Hospital Da-
tabase on HIV. The researchers found that, between 1992 and 2004, the anal cancer 
risk among HIV-positive men was significantly higher among HIV-positive MSM 
compared to HIV-positive non-MSM (HR = 3.0; 95 % CI: 2.0, 4.5). Estimating risk 
using odds [34], Daling and colleagues [24] found that, among men aged less than 
75 years living in the Seattle area between 1986 and 1998, MSM had a significantly 
higher risk of anal cancer than men who reported having sex with women only 
(OR = 17.3; 95 % CI: 8.2, 36.1). Providing evidence about the mechanism driving 
the elevated risk of anal cancer among MSM relative to non-MSM, Daling et al. 
[24] found that, receptive anal intercourse—during which human papillomavirus 
(HPV) types that have been linked to anal cancer can be transmitted [43]—was 
positively related to the risk of anal cancer among both men (OR = 6.8; 95 % CI: 1.4, 
33.8) and women (OR = 2.2; 95 % CI: 1.4, 3.3).

Given the lack of population-based data on anal cancer incidence by sexual orien-
tation, several investigators have compared the risk of developing anal cancer among 
MSM to that of men in general. Using standardized incidence ratios, Koblin and col-
leagues [20] found that the age-adjusted anal cancer incidence among predominately 
white MSM living in New York City and San Francisco between 1978 and 1990 
(mean age: 29.6 years) was significantly higher than that of adult U.S. men in gen-
eral, which the authors estimated using 1984 to 1988 SEER data (SIR = 24.2, 95 % 
CI: 13.5, 39.9). Similarly, Chaturvedi et al.’s [21] findings showed that, in nine U.S. 
states and six U.S. metropolitan regions, the incidence of invasive anal cancer was  
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significantly higher among MSM aged 15 years and older who were diagnosed with 
HIV between 1980 and 2004 relative to men in general (SIR = 51.8, 95 % CI: 45.3, 
59.0). Further, in Denmark, Frisch et al. [13] found that, overall, men aged 18–87 
years (median age: 38 years) in a registered same-sex partnership between 1989 and 
1997 ( n = 3,391) had a 31 times greater incidence of anal cancer than men in general 
(SIR = 31.2; 95 % CI: 8.4, 79.8). For HIV-negative men with a same-sex registered 
partner  in particular  ( n = 3,054) relative to men in general, the standardized inci-
dence ratio was 16.7 (95 % CI: 1.9, 60.2) [13]. In Italy, Dal Maso and colleagues [22] 
found that HIV-positive MSM had a 47 times greater risk of developing anal cancer 
between 1997 and 2004 compared to men in general (SIR = 47.0; 95 % CI: 8.9, 139).

Sexual Orientation and Colorectal Cancer

Colorectal Cancer Prevalence

Colorectal cancer is the third most common cancer among U.S. women and men 
[44], with an age-adjusted incidence rate of 45 per 100,000 persons per year be-
tween 2006 and 2010 [45]. The American Cancer Society estimates that, in 2014, 
approximately 136,830 cases of colorectal cancer will be diagnosed in the United 
States and 50,310 U.S. individuals will die of the disease [44]. U.S. studies have 
identified racial/ethnic and geographic disparities in colorectal cancer incidence 
and mortality rates [46], and some researchers have investigated whether the preva-
lence, incidence, and mortality of the disease also differ by sexual orientation. In a 
multisite study of postmenopausal U.S. women aged 50–79 years, Valanis et al. [3] 
found that a higher proportion of “lifetime” lesbians (defined as women with only 
female sexual partners during their adult lifetime; pr = 2.1 %) reported a history of 
colorectal cancer relative to heterosexual (defined as women with only male sexual 
partners during their adult lifetime; pr = 0.8 %) and bisexual (defined as women with 
both male and female sexual partners during their adult lifetime; pr = 0.8 %) women.

Colorectal Cancer Incidence

In a Danish study, Frisch and colleagues [13] found no excess incidence of gastro-
intestinal cancer, which includes cancers of the colon and rectum, among women 
in a registered same-sex partnership between 1989 and 1997 relative to women in 
general (SIR = 1.1; 95 % CI: 0.2, 3.2). Similarly, the researchers found no difference 
in the risk of developing cancers of the colon (SIR = 0.7; 95 % CI: 0.2, 2.1) and rec-
tum (SIR = 0.7; 95 % CI: 0.1, 2.7) among Danish men in a registered same-sex part-
nership between 1989 and 1997 and Danish men in general [13]. In a large cohort 
of predominately (94 %) white U.S. women aged 25–64 years, Austin et al. used 
the Rosner-Wei risk-prediction model to estimate colorectal cancer incidence rate 
ratios comparing lesbians and bisexual women to their heterosexual counterparts, 
based on each woman’s individual risk factor profile [47]. Adjusting for age, they 
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found no statistically significant relationship between sexual orientation identity 
and colorectal cancer incidence in this population during the 20-year study period 
(IRR for lesbian versus heterosexual women = 1.01, 95 % CI: 0.99, 1.04; IRR for 
bisexual versus heterosexual women = 1.01, 95 % CI: 0.98, 1.04) [47].

Given that, in the U.S., the SEER Program does not collect information on in-
dividuals’ sexual orientation, Boehmer et al. [48] conducted an ecological study 
investigating the county-level association between the density of same-sex partner 
households using 2000 U.S. Census data, and age-adjusted colorectal cancer inci-
dence using 1996 to 2004 SEER data on 215 U.S. counties. Adjusting for county-
level race/ethnicity and federal poverty level, the investigators found a positive 
relationship between same-sex partner household density, which they used as a 
surrogate for gay or lesbian population density, and colorectal cancer incidence 
among U.S. men (IRR = 1.04; 95 % CI: 1.02,1.06) and women (IRR = 1.06; 95 % CI: 
1.01,1.12) at the county level [48].

Colorectal Cancer Mortality

Among U.S. men, Boehmer and colleagues [48] also found that a one unit increase 
in same-sex partner household density was associated with a 4 % higher colorectal 
cancer mortality rate at the county level (mortality rate ratio [MRR]= 1.04; 95 % CI: 
1.01,1.08), adjusting for county-level race/ethnicity and federal poverty level. No 
statistically significant county-level relationship between same-sex partner house-
hold density and colorectal cancer mortality was observed among U.S. women 
(MRR = 1.06; 95 % CI: 0.97, 1.15) [48].

Sexual Orientation and Lung Cancer

In the United States, lung cancer is the second most common cancer and leading 
cause of cancer death among both men and women, with age-adjusted lung cancer 
incidence and mortality rates of 61.4 and 49.5 per 100,000 persons per year, re-
spectively, between 2006 and 2010 [49]. In 2014, an estimated 224,210 new lung 
cancer cases will be diagnosed and 159,260 U.S. individuals will die of the disease 
[50]. U.S. studies show that the population distribution of lung cancer incidence and 
mortality varies by race/ethnicity and geography [46], and some researchers have 
investigated whether the risk of developing lung cancer also differs by sexual ori-
entation. In a U.S. ecological study, Boehmer and colleagues [51] found that, at the 
county level, the density of male same-sex partner households, which they used as 
a surrogate for gay population density, was positively associated with age-adjusted 
lung cancer incidence (IRR = 1.05; 95 % CI: 1.04, 1.07) and mortality (MRR = 1.03; 
95 % CI: 1.01, 1.05), controlling for county-level race/ethnicity, federal poverty 
level, and education.

On the contrary, female same-sex partner household density, which the research-
ers used as a surrogate for lesbian population density, was inversely related to age-
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adjusted lung cancer incidence (IRR = 0.83; 95 % CI: 0.79, 0.88) and mortality 
(IRR = 0.87; 95 % CI: 0.82, 0.92) at the county level [51]. This finding is contrary to 
what the investigators expected given that the prevalence of cigarette smoking, the 
primary cause of lung cancer [52], is higher among both gay/lesbian and bisexual 
men and women relative to their heterosexual counterparts [53]. However, the au-
thors suggested that the absence of a positive association between the density of fe-
male same-sex partner households and lung cancer may be due to the later uptake of 
smoking among women compared to men [51]. Similarly, in a Danish study, Frisch 
et al. [13] found no statistically significant difference in lung cancer incidence be-
tween women living in a registered same-sex partnership between 1989 and 1997 
and women in general (SIR = 2.1; 95 % CI: 0.6, 5.4); the researchers found similar 
results among Danish men (SIR = 0.6; 95 % CI: 0.2, 1.4).

Sexual Orientation and Female Reproductive Cancers

In a sample of predominately white U.S. women aged 50–79 years, Valanis and 
colleagues [3] found a slightly higher self-reported prevalence of cervical cancer 
among bisexual women (defined as women with both male and female sexual 
partners in their lifetime; pr = 2.1 %) and “lifetime” lesbians (defined as women 
with only female sexual partners in their lifetime; pr = 2.2 %) relative to hetero-
sexual women (defined as women with only male sexual partners in their lifetime; 
pr = 1.3 %). Moreover, using pooled data from the 2001, 2003, and 2005 CHIS, 
Boehmer et al. [33] found a significantly higher self-reported prevalence of cervi-
cal cancer among adult self-identified bisexual women (pr = 41.24 %) compared to 
adult self-identified heterosexual (pr = 14.00 %) and lesbian (pr = 16.52 %) women 
( p < 0.0001) and a significantly higher self-reported prevalence of uterine cancer 
among self-identified lesbians (pr = 11.66 %) relative to self-identified heterosexual 
(pr = 6.45 %) and bisexual (pr = 0.45 %) women ( p = 0.03). 

In contrast, Frisch and colleagues [13] found no statistically significant difference 
in the risk of developing cervical (SIR = 1.8; 95 % CI: 0.4, 5.2) and uterine (SIR = 3.4; 
95 % CI: 0.7, 10.0) cancer between Danish women in a registered same-sex partnership 
between 1989 and 1997 and Danish women in general. Additionally, the investigators’ 
results showed no difference in the incidence of ovarian cancer (SIR = 0.9; 95 % CI: 
0.0, 4.8) between Danish women in a registered same-sex partnership between 1989 
and 1997 and Danish women in general [13]. Lastly, Valanis and colleagues [3] found 
a lower self-reported prevalence of endometrial cancer among “lifetime” (pr = 0.0 %) 
and adult (pr = 1.5 %) lesbians relative to heterosexual women (pr = 1.8 %) in a multi-
site study of predominately white U.S. women aged 50–79 years.

Sexual Orientation and Male Reproductive Cancers

Using pooled 2001, 2003, and 2005 CHIS data, Boehmer and colleagues [33] found 
statistically significant sexual orientation disparities in the self-reported prevalence 
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of prostate cancer among U.S. men living in California, with a lower prevalence 
among self-identified gay men (pr = 5.28 %) compared to self-identified heterosex-
ual (pr = 16.47 %) and bisexual (pr = 14.26 %) men ( p = 0.0009). In Denmark, Frisch 
et al. [13] found no difference in the risk of developing prostate cancer between 
men in a registered same-sex partnership between 1989 and 1997 and men in gen-
eral (SIR = 0.9; 95 % CI: 0.3, 2.4). In a population-based case-control study among 
predominately white men aged 40–64 years living in King County, Washington, 
Rosenblatt and colleagues [54] observed no statistically significant relationship be-
tween sexual orientation and prostate cancer; however, the numbers of gay and bi-
sexual men and MSM participants were small. To my knowledge, no data are avail-
able on the prevalence or incidence of other male reproductive cancers—namely, 
penile and testicular cancer—by sexual orientation.

What Do we Know about the Epidemiology of Cancer  
by Gender Identity?

No population-based study has investigated the relationship between gender iden-
tity and cancer outcomes, and clinic-based studies on cancer prevalence, incidence, 
and mortality among transgender populations are scarce. However, a few research-
ers in Europe have examined whether transgender men and women receiving hor-
mone therapy at a clinic are at higher risk than the general population of developing 
or dying of cancer. For example, Asscheman et al. [25] assessed whether, compared 
to the Dutch population in general, total cancer and cancer-specific mortality was 
elevated among 966 transgender women aged 16–76 years (mean age: 31.4 years) 
and 365 transgender men aged 16–75 years (mean age: 26.1 years) who received 
hormone therapy for one to 25 years (median: 18.5 years) at a gender clinic in 
the Netherlands between 1975 and 2007. The investigators found no evidence of a 
higher risk of death due to all cancers among transgender women or men relative 
to the general population [25]. However, they found statistically significant stan-
dardized mortality ratios for lung cancer (standardized mortality ratio [SMR]= 1.35; 
95 % CI: 1.14, 1.58) and leukemia/lymphoma (SMR = 2.66; 95 % CI: 1.93, 3.60) 
for transgender women compared to the Dutch population in general, adjusting for 
age and gender [25]. The research team was not able to adequately assess the risk 
of dying of specific cancers among transgender men as a result of the population’s 
relatively small size ( n = 365) and young mean age (26.1 years) [25]. In Belgium, 
Wierckx et al. [55] conducted a clinic-based case-control study to determine the 
self-reported prevalence of all cancers among 214 transgender women (mean age: 
43.7 years) and 138 transgender men (mean age: 37.5 years) who received hor-
mone therapy at a gender clinic between 1986 and 2012 (mean follow-up: 7.4 years) 
relative to an age- and gender-matched control population. The researchers found a 
similar or lower prevalence of cancer among transgender women and men receiv-
ing estrogen or testosterone, respectively, compared to the control population [55]. 
However, they cautioned that these findings may be due to the relatively young age 
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and short duration of hormone exposure among the transgender individuals in their 
study [55].

Scientists have hypothesized that transgender women receiving hormone therapy 
may be at elevated risk of developing estrogen-dependent tumors—namely, breast 
and prostate cancers—as a result of prolonged exposure to the hormone [25–27]. 
To date, two cases of breast cancer have been reported among transgender women 
[25–27, 56]. However, Asscheman and colleagues [25] could not assess the risk of 
developing or dying of breast cancer among transgender women receiving care at 
their clinic, where only one case had been diagnosed [25–27], because of partici-
pants’ relatively young age (mean age: 31.4 years) and variable length of hormone 
therapy (1 to 25 years; median: 18.5 years). Additionally, four cases of prostate can-
cer have been identified among transgender women [26, 27, 57]; however, whether 
these tumors were caused by estrogen therapy has not been determined [26, 27]. 
Lastly, while scientists note that the risk of endometrial cancer is theoretically high-
er among transgender men receiving testosterone who have not obtained a hyster-
ectomy relative to the population in general, no cases of the malignancy have been 
reported in this group [27].

Who and What is Missing in Research on the Epidemiology 
of Cancer by Sexual Orientation and Gender Identity?

Reviewing the literature on the epidemiology of cancer among LGBT populations 
shows that data on cancer disparities by sexual orientation and gender identity are 
not available for all types of cancer. Indeed, most studies have assessed how sexual 
orientation relates to breast cancer, the most common cancer among U.S. women 
[28], and anal cancer, which disproportionately affects MSM [19], especially those 
who are infected with HIV [18]. Although lung and colorectal cancer are the second 
and third most common cancers among U.S. men and women [58], respectively, 
only a few researchers have investigated sexual orientation disparities in these ma-
lignancies [3, 13, 48, 51]. Additionally, limited research exists on how sexual orien-
tation relates to prostate cancer [13, 33, 54], the leading cause of new cancer cases 
among U.S. men in 2014 [58], and uterine cancer [13, 33], the most common repro-
ductive cancer and fourth leading cause of new cancer cases among U.S. women in 
2014 [58]. Further, research investigating the risk of developing specific cancers—
including hormone-related breast, prostate, and uterine tumors—among transgen-
der populations receiving hormone therapy is limited by small sample sizes, the 
relatively young age of transgender women and men using gender-related services, 
and the short duration of follow-up after hormone therapy in most studies [25–27].

Using the cancer disparities grid developed by Krieger [59], I found that re-
search on the epidemiology of cancer among LGBT populations has not addressed 
sexual orientation and gender identity disparities along the full cancer continuum, 
across the lifecourse. While some population-based studies provided estimates of 
cancer risk behaviors, screening, prevalence, and incidence by sexual orientation, 
few studies focused on sexual orientation disparities in cancer mortality, and no 
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epidemiologic study has assessed how sexual orientation relates to cancer detection, 
stage at diagnosis, treatment, or survival. Indeed, the majority of epidemiologic 
research on sexual orientation and cancer has relied on samples with wide age rang-
es and a relatively young mean or median age, which prevents investigators from 
studying outcomes that occur later in the lifecourse, when cancer is more likely to 
occur [58]. Additionally, given the absence of information on sexual orientation 
in cancer registries [1, 2], studies have used standardized incidence and mortality 
ratios to compare cancer incidence and mortality rates among LGBT populations to 
those among the population in general, which includes sexual and gender minorities 
and thus does not provide an appropriate comparison group for LGBT individuals. 
In order to estimate incidence and mortality rate ratios comparing sexual and gen-
der minorities to their heterosexual and cisgender counterparts, researchers have 
predicted sexual orientation disparities in an individual’s five-year and lifetime risk 
of developing certain cancers (namely, breast cancer) and estimated the relationship 
between the density of male and female same-sex partner households, which they 
used as a surrogate for gay and lesbian population density, and cancer incidence and 
mortality at the county level. Given the lack of sexual orientation and gender iden-
tity data in cancer registries [1, 2], no study has been able to assess disparities in ob-
served cancer incidence and mortality rates among different sexual orientation and 
gender identity groups at the individual level. However, Boehmer and colleagues 
[60] suggested that, in the absence of relevant cancer surveillance information, re-
searchers can use convenience sampling methods to recruit sexual minority cancer 
survivors, who were comparable to those captured in population-based cancer reg-
istries on several health and social characteristics, and estimate cancer outcomes, 
including survival and mortality, in these populations.

This review also shows that some LGBT populations are largely missing in ex-
isting research on sexual orientation and gender identity disparities in cancer [59]. 
In particular, all published studies have relied on samples of predominately white 
individuals [61], which precludes their generalizability to LGBT people of color, 
whose experiences along the cancer continuum may be influenced by not only het-
erosexism but also institutional and interpersonal racism [62–65]. Additionally, 
ecological studies that use the density of same-sex partner households as a sur-
rogate for lesbian or gay population density fail to include LGBT individuals who 
are either single or partnered but living alone. However, these individuals may have 
social and economic resources and engage in cancer-related health behaviors that 
differ from those of LGBT persons living with a same-sex partner, such that existing 
estimates may not reflect their risk of developing or dying of certain cancers. Ad-
ditionally, by using the density of same-sex partner households as a proxy for gay 
and lesbian population density, these studies conflate women living with a same-sex 
partner with lesbian and bisexual women and men living with a same-sex partner 
with gay and bisexual men. Thus, these research findings do not allow investigators 
to identify how sexual orientation identity and same-sex partner household status 
each independently relate to cancer outcomes or estimate the risk of developing or 
dying of certain cancers among bisexual women and men separately from lesbians 
and gay men, respectively. However, research shows that bisexual women in par-
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ticular may experience a higher prevalence of adverse health outcomes, including 
cancer risk factors, relative to heterosexual women [66] and should be disaggre-
gated from lesbians in studies of sexual orientation and cancer outcomes among 
women. Lastly, research on cancer incidence and mortality among transgender men 
and women is limited to a few investigations among individuals with access to 
university-based gender clinics [25–27, 55]. To date, no population-based study has 
assessed the burden of cancer among transgender populations, including individu-
als who do not use hormone therapy and persons who obtain hormones through 
means other than a health care provider (e.g., on the street), which may pose health 
concerns with implications for cancer. Moreover, no study has measured cancer 
outcomes among individuals whose identities do not conform to normative clas-
sifications of gender (e.g., genderqueer, masculine of center) and sexuality (e.g., 
queer, pansexual) and to whom estimates of cancer incidence and mortality among 
self-identified LGBT persons may not be applicable.

Moreover, limitations exist in the study of sexual orientation and gender identity 
disparities in cancer in relation to place and time [59]. In particular, all published 
studies pertaining to the population distribution of cancer by sexual orientation and 
gender identity were conducted in the United States, Europe, or Canada. Thus, no 
data exist on the epidemiology of cancer among LGBT populations in other areas 
of the world, including sub-Saharan Africa, Asia, Latin America, and the Caribbean. 
Similarly, with a few exceptions [67], there has been little attention to how, within 
the U.S., sexual orientation and gender identity may influence cancer outcomes dif-
ferently across states based on varying laws and policies related to access to health 
care, public health prevention programs, and LGBT rights. Moreover, few studies 
have addressed how the lifecourse influences the existence and magnitude of cancer 
disparities by sexual orientation and gender identity. One notable exception is the 
study conducted by Austin et al. [17], in which the researchers used a modified ver-
sion of the Rosner-Colditz prediction model to account for breast cancer risk factors 
that vary by age and reproductive history. Lastly, no study has investigated how 
historical period—in relation to changing norms pertaining to pregnancy and birth, 
the composition and use of oral contraceptives, the marketing of alcohol and tobac-
co to LGBT populations, and LGBT rights—affects sexual orientation and gender 
identity disparities in the risk of developing and dying of certain cancers over time.

Future Directions in Research on the Epidemiology  
of Cancer by Sexual Orientation and Gender Identity

The following recommendations provide guidance on future directions for popu-
lation health research on the epidemiology of cancer among LGBT populations. 
First, for investigators to estimate the relationship between sexual orientation and 
observed cancer incidence and mortality rates among U.S. persons at the individual 
level, the SEER Program must collect and provide data on sexual orientation. Ad-
ditionally, SEER data should include information on gender identity so that the risk 
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of developing or dying of cancer among transgender persons relative to cisgender 
men and women can be ascertained and monitored. Second, given that the SEER 
Program does not currently collect data on sexual orientation at the individual level 
[1, 2], some researchers have assessed the relationship between the density of same-
sex partner households, which they used as a surrogate for lesbian or gay popu-
lation density, and cancer incidence and mortality at the county level. While this 
approach is a novel and resourceful one, findings gleaned using this methodology 
may be confounded by not only county level-factors—which the researchers have 
addressed by adjusting for race/ethnicity, federal poverty level, and, in some cases, 
education at the county level—but also neighborhood- and individual-level factors. 
Thus, data are needed at multiple levels of analysis to estimate the relationship be-
tween sexual orientation and cancer rates using multilevel models that account for 
potential confounding at the county, neighborhood, and individual levels.

Third, while some studies have assessed whether reproductive and other relevant 
factors (e.g., parity, breastfeeding, body mass index), hypothesized to be poten-
tial mediators, help explain sexual orientation disparities in breast cancer incidence 
[11], few investigators have identified the mechanisms that may underlie observed 
sexual orientation disparities in the incidence of other types of cancer. In order to 
determine the causal relationships between sexual orientation and gender identity, 
cancer outcomes, and potential mediators (e.g., cancer-related risk behaviors, repro-
ductive history, health insurance status, access to and utilization of health services, 
institutional and interpersonal discrimination), longitudinal studies that provide 
data across the lifecourse among large numbers of individuals are needed [59]. Ad-
ditionally, these studies should collect information on the potential mechanisms 
that may drive sexual orientation and gender identity disparities along the cancer 
continuum in multiple domains, including workplaces, neighborhoods, social rela-
tionships, laws, policies, and health care [59].

Fourth, studies should investigate inequalities within LGBT groups by gathering 
data on factors that may modify sexual orientation and gender identity disparities in 
cancer—including race/ethnicity, SEP, and immigrant status—and testing whether 
they interact with sexual orientation or gender identity [59]. In order to assess how 
sexual orientation and gender identity affect the population distribution of cancer 
singly and in conjunction with other forms of social inequality, studies should re-
cruit large samples of LGBT persons and heterosexual cisgender men and women 
with sufficient numbers of people of color, poor and low-income individuals, and 
immigrant persons of diverse sexual orientation and gender identities. Addition-
ally, studies that identify the societal determinants of cancer risk factors, screen-
ing, prevalence, incidence, diagnosis, treatment, survival, and/or mortality among 
LGBT people of color, poor and low-income LGBT individuals, and LGBT immi-
grants are needed to inform public health interventions tailored to the needs of these 
often ignored and marginalized populations.

Fifth, population theories of disease distribution can help guide the work of epi-
demiologists and other public health researchers investigating the population dis-
tribution of cancer by sexual orientation and gender identity [68–72]. Indeed, epi-
demiologic theories, such as ecosocial theory, can help inform the questions asked, 
measures considered, analyses conducted, and interpretations offered in the context 
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of population health research [68–72]. Ecosocial theory, a multilevel theory of pop-
ulation disease distribution developed by Krieger, focuses on the central question of 
“who and what drives social inequalities in health?” The theory’s core constructs 
include: (1) embodiment, which refers to how humans—as both social beings and 
biological organisms—literally incorporate and manifest lived experiences of social 
inequality throughout the lifecourse; (2) pathways of embodiment, or the multiple 
ways in which a range of exposures become incorporated as health and disease 
outcomes, as simultaneously structured by societal and biological constraints; (3) 
the cumulative interplay between exposure, susceptibility, and resistance at multiple 
levels, in multiple domains, and at multiple spatiotemporal scales; and (4) account-
ability and agency—not only in terms of who and what is responsible for the social 
patterning of disease and the (re)production of social inequalities in health, but also 
accountability and agency on the part of epidemiologists and other public health 
researchers for the theories they use, implicitly or explicitly, to describe and explain 
population distributions of disease, including health inequities [68–72].

In particular, ecosocial theory’s core constructs of embodiment and pathways 
of embodiment can help investigators design epidemiologic studies that explicitly 
seek to identify the mechanisms through which sexual orientation and gender iden-
tity relate to cancer incidence and mortality. Additionally, the theory urges research-
ers to engage in nuanced population-level thinking about how and why the popula-
tion distribution of cancer varies not only between but also within sexual orientation 
and gender identity groups—in relation to race/ethnicity, SEP, immigrant status, 
and other aspects of social inequality—across the lifecourse and in historical and 
ecological context [68–72]. Identifying how sexual orientation and gender identity 
intersect with other dimensions of social inequality to shape cancer outcomes is es-
sential for designing interventions that meet the needs of all segments of the LGBT 
community—including sexual and gender minorities who are also marginalized and 
underserved as a result of other stigmatized social identities, such as LGBT people 
of color, poor and low-income LGBT individuals, and LGBT immigrants.

Policy Considerations for Decreasing Cancer among 
Lesbian, Gay, Bisexual, and Transgender Populations

In the United States, the burden of cancer among LGBT populations is compound-
ed by pronounced sexual orientation disparities in health insurance and access to 
health care, especially among women [4, 6, 12, 73–75]. Using 1997 to 2003 Na-
tional Health Interview Survey data on U.S. adults aged 18–64 years, Heck et al. 
[75] found that, adjusting for socio-demographic characteristics, women in same-
sex relationships had significantly lower odds of health insurance (OR = 0.60; 95 % 
CI: 0.39, 0.92), having seen a health care provider in the last 12 months (OR = 0.66; 
95 % CI: 0.46, 0.95), and having a usual source of care relative to women in differ-
ent-sex relationships (OR = 0.50; 95 % CI: 0.35, 0.71). Additionally, the researchers’ 
findings showed that, compared to women in different-sex relationships, women 
with same-sex partners had significantly higher odds of unmet medical needs as a 
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result of cost issues (OR = 1.85; 95 % CI: 1.16, 2.96) [75]. Among U.S. men, Heck 
and colleagues [75] found some indication that those in same-sex relationships may 
have lower odds of health insurance compared to their counterparts in different-
sex relationships (OR = 0.72; 95 % CI: 0.50, 1.06); however, this result was only 
marginally statistically significant. In contrast, men in same-sex relationships had 
significantly higher odds of having seen a health care provider in the last 12 months 
than men in opposite-sex relationships (OR = 1.63; 95 % CI: 1.19, 2.23) [75].

In an analysis of 2000 to 2007 Behavioral Risk Factor Surveillance System data, 
Buchmueller and Carpenter [74] showed that the lower adjusted odds of health 
insurance among U.S. women and men in same-sex relationships relative to those 
in different-sex relationships were largely due to differences in the prevalence of 
state-sanctioned marriage, through which individuals can obtain employer-spon-
sored health insurance for their spouse. Indeed, when the researchers distinguished 
married and unmarried individuals in different-sex relationships, they found that 
men and women in same-sex relationships had lower odds of being insured than 
married individuals in opposite-sex relationships but higher odds of having health 
insurance than unmarried individuals with different-sex partners [74]. Further us-
ing pooled data from the 2001, 2003, and 2005 CHIS, Ponce et al.’s [76] findings 
showed that differences in the prevalence of employer-sponsored dependent cover-
age, obtained through state-sanctioned marriage, between gays and lesbians and 
their heterosexual counterparts were at the root of observed sexual orientation dis-
parities in health insurance. Specifically, the researchers found that, in California, 
partnered self-identified gay and lesbian individuals were 42 % and 28 % less likely 
than married self-identified heterosexual men and women, respectively, to report 
having employer-sponsored dependent coverage [76]. Similarly, using pooled 1996 
to 2003 Current Population Survey data, Ash and Badgett [77] found that U.S. men 
and women with cohabitating same-sex and different-sex partners were less likely 
to have employment-based health insurance relative to married individuals with 
different-sex partners. Moreover, using 2008–2010 American Community Survey 
data, Gonzales and Blewett found that U.S. men and women aged 25–64 years in 
same-sex relationships were less likely to have employer-sponsored health insur-
ance relative to their counterparts in married different-sex relationships, with the 
greatest disparities for men occurring in the South and for women occurring in the 
Midwest [78].

Because of discrimination in the employment [79, 80] and health insurance sec-
tors [76, 77]—as well as restrictions in marriage, civil unions, and domestic part-
nerships for same-sex couples [78]—LGBT populations may lack the health cover-
age they need to access care related to the cancer continuum, including prevention, 
screening, detection, and treatment services. For example, studies have shown that 
lesbians are less likely to receive regular Pap tests, which detect changes in cells 
of the uterine cervix before cancer develops [58], compared to their heterosexual 
counterparts [6, 81–86]. Researchers have attributed sexual orientation disparities 
in Pap test use to a range of factors, including differences in health insurance and 
access to health care, heterosexism in the health care system, a lack of health care 
provider knowledge of and sensitivity toward same-sex sexuality, fear of disclosing 
one’s sexual orientation to providers, and beliefs among women and providers that 
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lesbians and women who have sex with women are not at risk of HPV [82–87]. Fur-
ther, Cochran and colleagues [4] found that, adjusting for age, race/ethnicity, edu-
cation level, and geographic region, lesbians aged 30–75 years had a significantly 
lower self-reported prevalence of mammographic screening, which was positively 
associated with health insurance status, relative to U.S. women in general (based on 
1994 National Health Interview Survey, NHIS, data). In a cohort of predominately 
white (94 %) U.S. women who participated in the Nurses’ Health Study II from 
1989 to 2005, Austin and colleagues [67] found small sexual orientation disparities 
in mammographic screening and none in colorectal screening. Additional research 
is needed to understand how health insurance and access to health care influence the 
use of cancer services among sexual and gender minorities of diverse racial/ethnic 
and socioeconomic backgrounds relative to their heterosexual counterparts.

Several recent policy decisions have the potential to improve LGBT individu-
als’ access to health insurance [74, 76–78, 88, 89]. The Affordable Care Act (ACA), 
which was signed into law by President Obama in March 2010 and went into full 
effect in January 2014, provides expanded coverage for essential health benefits, in-
cluding cancer screening and prevention services, through the expansion of Medicaid 
in some states (for individuals earning less than 138 % of the federal poverty level, 
FPL) and the creation of federally-subsidized health insurance marketplaces (for in-
dividuals earning more than 138 %, or 100 % in states with no Medicaid expansion, 
but less than 400 % of the FPL) [88]. Additionally, the ACA requires new private 
health plans to cover recommended preventive services—which include colorectal 
cancer screening, mammographic screening, cervical cancer screening, HPV DNA 
tests, and HPV vaccination—with no co-payments or deductibles [90, 91]. More-
over, as of January 1, 2014, individuals can no longer be denied health insurance 
due to a pre-existing condition—including HIV/AIDS, cancer, or “gender identity 
disorder,” a psychiatric diagnosis necessary for transgender individuals to access 
gender-affirming care such as hormone therapy [88, 92]. Moreover, if a state requires 
coverage for hormone replacement therapy in all health plans, this procedure would 
have to be covered for all patients, regardless of gender identity [89]. However, trans-
gender individuals will have to prove that hormone therapy is medically necessary to 
obtain coverage for the procedure, which may pose a barrier to care [89].

Lastly, the U.S. Department of Health and Human Services issued federal regu-
lations that prohibit health insurance issues offering non-grandfathered health cov-
erage, including health plans offered through the state Health Insurance Exchanges, 
from discriminating on the basis of sexual orientation in all states (i.e., a health 
insurance issuer that offers coverage of an opposite-sex spouse must also offer cov-
erage, on the same terms and conditions, of a same-sex spouse) [88, 93, 94]. The 
ACA also calls for routine monitoring of health disparities, which could include 
sexual orientation and gender identity disparities in health outcomes, and measures 
of sexual orientation are being included in federal health surveys (e.g., 2013 NHIS), 
which will facilitate the assessment of sexual orientation disparities in health insur-
ance, access to health care, and health behaviors and outcomes relevant to cancer 
prevention, detection, treatment, and survival [88, 89, 95, 96]. Similar efforts are 
ongoing to include measures of gender identity in federal surveys relevant to the 
assessment of health and health care disparities [96]. Given that national surveys 
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include a small proportion of LGBT individuals, sub-national studies that focus on 
the health of sexual and gender minorities including those of diverse racial/ethnic, 
socioeconomic, and immigrant backgrounds, will continue to be essential for plan-
ning programs and interventions that meet the needs of diverse LGBT populations 
[97]. Additionally, the U.S. Supreme Court repealed Sect. 3 of the Defense of Mar-
riage Act (DOMA) on June 26, 2013. As a result, married same-sex couples now 
have the same access to federal benefits as married different-sex couples, including 
health insurance for spouses of federal government employees, and military per-
sonnel living in states where same-sex marriage is legal, which will help improve 
access to health insurance for some LGBT people [88].

Recommendations for Clinical and Public Health Practice

The cancer prevention, screening, and treatment experiences of LGBT populations 
are further impacted by institutional and interpersonal discrimination related to sex-
ual orientation [97–100] and gender identity [97, 101–103] within the health care 
system. Discrimination—including heterosexism and transphobia—can negatively 
impact cancer outcomes among sexual and gender minority groups by leading to de-
lays in or avoidance of health care receipt or undermining patient-provider commu-
nication and trust [97–100]. Research shows that patient-provider communication, 
including heterosexist health care provider assumptions and health care provider 
responses to sexual orientation disclosure, influence the health care experiences of 
LGB persons [97, 104–106]. Some research suggests that sexual orientation disclo-
sure can help improve care [97]—such as promoting lesbians’ receipt of regular Pap 
smears [107]—by, for example, ensuring that clinicians have all of the information 
they need about individuals’ sexual behavior to make appropriate health care recom-
mendations [107, 108]. However, this will only occur if the disclosure of one’s sexu-
al orientation identity, gender identity, or sexual behavior is met with understanding 
and competent, well-informed care [97, 107]. Indeed, by being knowledgeable and 
non-judgmental about patients’ sexual orientation and gender identity and taking 
sexual histories that ask open-ended questions that allow for non-heteronormative 
responses [108], clinicians can provide LGBT individuals with relevant, appropri-
ate, and high-quality health information and care that meets their needs [98, 106].

Further, health care facilities can help ensure that their practice environment is 
welcoming to LGBT people by implementing a written policy that bans discrimi-
nation (including on the basis of sexual orientation and gender identity), training 
health care personnel in LGBT health issues, designing intake forms that are inclu-
sive of persons in same-sex relationships and those who identify as transgender or 
gender non-conforming, displaying posters that represent diverse family structures, 
and offering brochures that are sensitive to the existence of LGBT populations and 
address their health concerns [97, 98, 101, 104, 106]. In order to meet the needs of 
LGBT cancer patients and survivors, hospitals can offer support groups for sexual 
and gender minority individuals and ensure that, if appropriate, partners of any 
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sex or gender are welcome during family visiting hours, involved in healthcare 
decision-making, and valued as a source of support for patients [97, 100, 104, 106]. 
Lastly, health clinics, hospitals, and community-based organizations can offer tai-
lored programs, for both LGBT individuals and health care providers, that promote 
awareness of and access to cancer prevention, screening, and treatment services 
among sexual and gender minority populations—who, studies suggest, experience 
a greater burden of cancer risk factors than heterosexual cisgender populations and 
may be at increased risk of developing or dying of certain cancers [97].

Conclusion

Epidemiologic research provides some evidence that sexual and gender minorities 
may be at higher risk than heterosexual and cisgender individuals of developing 
certain cancers—although several studies found no difference in cancer outcomes 
by sexual orientation or gender identity. In recent years, researchers have paid in-
creased attention to the incidence of cancer among LGBT groups. However, given 
the lack of information on sexual orientation and gender identity in cancer regis-
tries [1, 2], investigators have not been able to assess sexual orientation and gender 
identity disparities in cancer incidence and mortality at the individual level. Instead, 
they have used a range of methods to help them estimate the risk of developing and 
dying of various malignancies among sexual and gender minorities relative to their 
heterosexual and cisgender counterparts—including ecological studies that make 
inferences at the county level, using same-sex partner households as a surrogate 
for sexual orientation identity, predicting individuals’ risk of developing cancer 
based on their specific risk profile, and using the general population as a compari-
son group for LGBT populations. Until cancer registries such as the SEER Program 
in the United States include information on sexual orientation and gender identity, 
researchers will continue to lack the data they need to assess disparities in the ob-
served risk of developing and dying of cancer among LGBT populations compared 
to their heterosexual and cisgender counterparts at the individual level. Identifying 
the epidemiology of cancer by sexual orientation and gender identity—including 
in relation to other dimensions of social inequality, such as race/ethnicity, SEP, and 
immigrant status, and over time and space—is essential for informing evidence-
based policies and clinical and community based programs that promote the preven-
tion, detection, and treatment of cancer among all segments of LGBT populations 
around the world and, ultimately, help advance health equity and social justice in 
our societies.
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Abstract This chapter describes breast cancer survivorship of women who iden-
tify as lesbian or bisexual and of women who prefer or have a woman partner, 
all of which are captured under the term sexual minority women. Reviewed are 
what is known about sexual minority women with breast cancer, comparing sexual 
minority women to heterosexual women, when information is available, but also 
paying close attention to unique issues for sexual minority women with breast can-
cer. Throughout this chapter, shortcomings of the available information and gaps 
in knowledge are brought to the forefront. Finally, challenges for research are dis-
cussed, next steps for breast cancer research that focuses on sexual minority women 
are described, and a research trajectory for sexual minority women with breast can-
cer is outlined.

Within this chapter, the focus will be on breast cancer survivorship, that is, this 
chapter will begin with those who have been diagnosed with breast cancer. It will 
summarize the experiences of those living with breast cancer. While some transgen-
der individuals or gay and bisexual men will develop breast cancer, given the dearth 
of research on these populations’ experiences with breast cancer, they are omitted 
from this chapter with a call to conduct research on these populations’ experiences. 
To date, lesbian or bisexual women and women who have a woman partner, defined 
as sexual minority women (SMW) with breast cancer, have almost exclusively oc-
cupied research on understanding cancer in sexual minority populations. Despite 
this focus, the current understanding of sexual minority women with breast cancer 
is nevertheless incomplete and patchy, which is why this chapter will present what 
is known but also describe areas of omission and point to questions that need to be 
answered in the future.
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Demographic and Clinical Characteristics of Breast 
Cancer Survivors

Because cancer registries do not collect data on sexual orientation [1], it has hardly 
been assessed whether sexual orientation differences exist with respect to other de-
mographic characteristics, stage at diagnosis, and receipt of life-saving treatments. 
So far, the best data on these characteristics stem from one population-based study, 
which recruited survivors of non-recurrent and non-metastatic breast cancer from 
a state cancer registry an average of 5 years after diagnosis [2]. When SMW, who 
participated in the study, were compared to the population of registry cases, SMW 
were significantly younger at diagnosis and less likely married, but similar with re-
spect race or ethnicity [2]. In this study of ductal carcinoma in situ (DCIS) and stage 
I to III cancers, sexual minority women were more likely diagnosed with DCIS or 
stage I than the population of registry cases [2]. When the cancer treatments of the 
heterosexual and sexual minority women who participated in the survey study were 
compared, breast-conserving lumpectomy was more common among sexual mi-
nority than heterosexual women, and among women who underwent mastectomy, 
comparatively fewer sexual minority than heterosexual women opted for breast 
reconstruction [3]. Receipt of adjuvant therapies, that is radiation, chemotherapy, 
and/or anti-estrogen treatments, however, was similar for heterosexual and sexual 
minority women. Convenience samples confirm this pattern [4] of SMW having 
earlier diagnoses of breast cancer and receiving more breast-conserving surgical 
treatment. Nevertheless, caution is required when interpreting these results because 
the inclusion and exclusion criteria limited this study to women who were alive ap-
proximately 5 years after their diagnosis, all treatment data were self-reported, stage 
IV breast cancers and recurrences were excluded, and the study’s geographic scope 
was limited to one US state in the Northeast with a pre-dominantly white popula-
tion. These inclusion and exclusion criteria may have biased the results towards an 
equal or possibly even favorable diagnosis stage and treatment pattern for sexual 
minority compared to heterosexual breast cancer survivors.

Treatment Decision-Making

The role of sexual minority women in treatment decision-making, their preferences 
for treatments when presented with a choice, and issues of adherence to treatments 
have rarely been the focus of studies. So far, there is an absence of knowledge about 
sexual minority women’s preferred role in decision-making, a lack of information 
about their process of decision-making, including to what extent they obtain second 
opinions on treatment regimens, their uptake of referrals to specialists, and whether 
clinical trial participation is weighed as an option. Further, it is unclear if SMW 
of reproductive age who receive a diagnosis of breast cancer receive information 
about fertility options, and whether retaining their ability to have children later is 
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taken into account when determining treatment options, as suggested for young, 
heterosexual women with breast cancer. Information about SMW’s decision-mak-
ing stems from four studies. Two studies focused on LGB’s participation in clinical 
trials, yet neither study focused on breast cancer specifically, both included sexual 
minority men, and the two studies report contradictory results [5, 6]. Egleston et al. 
conducted a review of the ClinicalTrials.gov database, which includes detailed in-
formation on more than 80,000 clinical trials sponsored by the National Institutes 
of Health, other governmental agencies, and private industry. They concluded that 
lesbian and gay men are frequently excluded from clinical trials and that their ex-
clusion is particularly likely when studies focus on sexual function [6]. The second 
study analyzed self-reported data on clinical trial participation, comparing gay, bi-
sexual, and lesbian individuals to heterosexual individuals, concluding that gay, 
bisexual, and lesbian individuals have a greater likelihood of participating in clini-
cal trials, again referring to clinical trials in general, not breast cancer specifically 
[5]. Because both studies included sexual minority men, it is unclear to what extent 
these findings are impacted by HIV/AIDS-related clinical trials. From two qualita-
tive studies with SMW surgically treated with mastectomy, insights can be gained 
about SMW’s decision-making regarding breast reconstruction [7, 8]. According to 
Boehmer et al. when deciding for or against breast reconstruction, SMW prioritize 
a sense of well-being, which includes body strength, survival, and physical func-
tion, over outward appearance and normative standards of beauty [7]. SMW who 
decide against reconstruction perceived breast reconstruction not contributing to 
their well-being, in that it did not provide them with an improved physical function. 
SMW who chose reconstruction hoped it would enhance their well-being, prevent-
ing depression triggered by their breast loss, but some reported regrets when they 
did not achieve an enhanced well-being from reconstructive surgery [7]. Rubin and 
Tannenbaum’s findings are generally consistent with the earlier study. Their find-
ings expand the earlier study by stating SMW’s decision-making about reconstruc-
tion is influenced by sexual, gender, and political identities, as well as by experi-
ences with physicians. Further, Rubin and Tannenbaum state that SMW deciding 
about breast reconstruction weigh reasons and concerns similar to those reported 
in the literature as reasons that heterosexual women consider when deciding about 
reconstruction [8].

Breast cancer treatments have known side effects and long-term effects, includ-
ing arm morbidity, lymphedema due to surgical treatments and radiation, but also 
cardiovascular disease, chest pain, myocardial infarction, cardiac toxicity due to ra-
diation and other adjuvant systemic therapy. The prevalence of symptoms and side 
effects varies greatly among breast cancer survivors in general. While disease-re-
lated factors explain much of breast cancer survivors’ perceptions, survivor charac-
teristics, including demographics, make an additional contribution towards explain-
ing symptoms. So far, two studies focused on sexual minority status, assessing the 
subjective impact of breast cancer treatments approximately 5 years after diagnosis, 
using breast cancer survivors’ self-reports of their side effects. When lesbians were 
compared to heterosexual women, lesbians reported more chemotherapy-induced 
side effects [9]. The second study reported greater physical impairments in sexual 
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minority women following surgery, radiation, and hormone therapy compared to 
heterosexual survivors, indicating sexual minority women’s poorer perception of 
these treatments [10]. The paucity of information about SMW’s treatment decision-
making, their perceptions of breast cancer treatments, including SMW’s responses 
to mastectomy, hair loss, pain, discomfort, and ovarian failure, speak to the need for 
future studies on these topics.

Such future studies should assess SMW’s perceptions and decision-making, 
to ensure SMW achieve their desired role in decision-making, are fully informed 
about treatments and their side effects, receive appropriate attention to alleviate the 
side effects, and are supported in coping with the side effects of treatments.

Interactions with Health Care Providers and the Health 
Care System

From the moment, a breast cancer diagnosis is made, women are engaged with 
health care providers and navigate the health care system to address their life threat-
ening disease. Little is known about SMW’s perceptions of this process, such as 
their access through health insurance coverage, their ability to find providers that 
specialize in breast cancer, and their navigation of the oncology world while they 
are undergoing life-saving treatments for many weeks or months. To date, much of 
the research of the general (that is non-cancer population) reports on sexual minor-
ity women’s greater prevalence of being uninsured compared to heterosexual wom-
en [11, 12]. Positive changes are expected in the future due to the Affordable Care 
Act and the legalization of same-sex marriage in more states, which contributes 
to SMW’s access to health insurance through their spouses. To date, the effects of 
being uninsured on SMW’s use of health care and their breast cancer survival have 
not been assessed. Research that assessed breast cancer survivors who were alive 
5 years after their diagnosis, concluded that there were no differences in insurance 
status by sexual orientation [3], suggesting that SMW who survive breast cancer 
have gained access to health insurance, possibly relying on Medicaid or Medicare 
if they meet eligibility criteria.

Qualitative studies inform about SMW’s perceptions of their interactions with 
health care providers. SMW actively disclosed their sexual minority status to phy-
sicians, whereas none of the physicians actively inquired about sexual orientation 
[13]. The majority of SMW with breast cancer disclosed their sexual orientation to 
their breast cancer providers, nevertheless SMW perceived their relationship with 
their providers as difficult [13]. Women who took it upon themselves to tell their 
breast cancer providers about their sexual minority status were more open about 
their sexual orientation to others in their social network than women who decided 
against disclosing their sexual minority status to their provider. Both groups of SMW 
perceived themselves to be in a life-threatening emergency situation and evaluated 
their personal safety when deciding whether to disclose their sexual minority status. 
The disclosers had more personal resources available, which reassured them that 
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disclosure was safe. Nondisclosers had fewer resources available, feared homopho-
bia, and perceived disclosure as unsafe [13]. SMW with breast cancer reported a 
preference for female providers [14]. Nevertheless, the study ultimately concluded 
that physicians of either gender can achieve satisfying sexual minority patient-
provider relationships. Learned provider traits, consisting of positive interpersonal 
behaviors, e.g., expressions of respect, seeking a connection with and showing an 
interest in the patient, perceiving the patient as an equal, and having good com-
munication skills, as well as providers’ medical expertise are linked to SMW’s sat-
isfaction with their physician relationship [14]. Qualitative as well as quantitative 
studies that compare lesbian to heterosexual women with breast cancer reported that 
lesbians were less satisfied with the care they received, and were less satisfied with 
their health care providers [15, 16]. Yet sexual minority women did not differ from 
heterosexual women in their rating of their communication with providers [16]. A 
study of breast cancer survivors, 5 years post diagnosis, found that sexual minority 
and heterosexual women reported similar levels of trust in their physicians, [17]. 
Interestingly, when lesbian women were compared to bisexual women with breast 
cancer, bisexual women reported significantly less trust in their providers [18]. A 
qualitative study of lesbians diagnosed with breast or gynecological cancers report-
ed on their experiences with providers [19]. In this study, most lesbians described 
negative experiences with providers, yet reported not feeling discriminated against. 
Few described being targeted, denied standard care, or that aspects of their identity 
and social context relevant to cancer care were dismissed [19]. Another study of 
SMW assessed discrimination experiences in the health care system, concluding 
SMW’s discrimination experiences are low [20]. When discrimination experiences 
captured everyday life experiences and not discrimination in the health care setting 
specifically, sexual minority women with breast cancer reported more experiences 
of discrimination than heterosexual women [17]. Overall, the research to date de-
scribes a complex relationship between SMW and their providers and the health 
care system, pointing to opportunities to improve the quality of care for SMW. 
Recently, the Institute of Medicine placed much emphasis on improving the quality 
of care cancer survivors receive [21], recommending the use of survivorship care 
plans to facilitate coordination of care and adherence to the recommended follow 
up care. While there is variation in the implementation of such plans and their use is 
still infrequent [22], it is unclear if SMW with breast cancer are considered equally 
in this quality improvement and whether SMW’s survivorship plans are tailored to 
address their unique needs.

Secondary Survivors and Social Support of Breast Cancer 
Survivors

In this chapter, the term ‘secondary survivor’ refers to spouses, partners, friends, or 
family members of the breast cancer survivor. Some may be more familiar with the 
term  informal caregiver, to describe loved ones or friends to a person living with 
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cancer. NCI defines loved ones as secondary providers to signify that they are a part 
of cancer survivorship. Because of the stress associated with a cancer diagnosis and 
the impact of the cancer treatments, sexual minority survivors who are diagnosed 
with breast cancer are likely utilizing their social support network for a variety 
of tasks, which may range from providing transportation, assisting with treatment 
decision-making, and providing care as well as emotional or spiritual support. 

So far, one study provides information about the sources of social support for 
SMW with breast cancer, in that survivors were asked to identify “their trusted 
other” or most important support person for their cancer experience [23], without 
forcing a particular choice of type of support provider. This approach resulted in 
10 % of SMW with breast cancer reporting not having such a person. Another 10 % 
reported having such a person, but did not allow the researchers to contact their 
support person because they currently had a strained relationship or felt it be too 
upsetting for their support person. Of the contacted support providers, all but one 
agreed to participate in the study [23]. All support providers were female, 79 % 
were relationship partners, 13 % were friends, and 9 % relatives. Further, having 
a support provider was independent of the size of the survivors’ social network, 
yet partnered sexual minority women were more likely to have a support person. 
Finally, those who had a support provider available to them reported greater social 
support than SMW who did not have a designated person, from which one can infer 
that single SMW are at risk of not being supported when dealing with breast cancer 
[23]. Some hypothesized that sexual minority survivors of breast cancer will be at 
risk for low support, in that they may not be able to rely on support from their fami-
lies of origin. Therefore,  a number of studies have evaluated the available social 
support of SMW with breast cancer [16]. Two studies, using different measures of 
social support and assessing breast cancer survivors at different time points in their 
survivorship, concluded that sexual minority women with breast cancer have the 
same level of support as heterosexual survivors [17, 24]. However, when studies 
assessed the sources of social support, differences between heterosexual and sexual 
minority women became apparent. Lesbians relied less on relatives and more on 
friends for support compared to heterosexual women, who relied more on relatives 
and less on friends [16, 24]. Some studies focused on the spouses or partners of 
breast cancer survivors. So far, the results are less than conclusive, in that one study 
found that heterosexual and lesbian women with breast cancer reported similar re-
lationship satisfaction and relationship fighting or friction [24]. Further, the two 
survivor groups were similar on their perceptions of their partners being bothered 
by their surgical scars, on the amount of affection their partners expressed, and their 
partners’ reaction to breast cancer as a threat to their lives [24]. Fobair and col-
leagues, however, found differences in that lesbians were more likely to report feel-
ing loved and supported by their partners, while heterosexual women more likely 
reported their partners made too many demands on them [16]. The latter findings 
were echoed by a qualitative study that found female partners are the most valuable 
source of support for SMW and that female partners provide support by fulfilling 
complex social support functions, which may range from discussing the survivor’s 
distress to managing the home [25]. An important aspect put forth by this qualitative 
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study is SMW’s perception of their partners being stressed and greatly burdened by 
their breast cancer diagnosis and by providing support to them [25]. 

An important gap in the literature is that with the exception of one study, the ex-
periences of secondary breast cancer survivors have not been assessed. Comparing 
breast cancer survivors and their support providers who were mostly relationship 
partners, some friends, and some family members, showed that support providers 
had less support available and a trend towards a smaller social network than the 
breast cancer survivor. Survivors and their support providers reported similar levels 
of mood disturbance and sexual orientation disclosure [23]. So far the experiences 
of secondary survivors is a particularly underdeveloped aspect of cancer survivor-
ship, indicating that more research is needed to understand these secondary survi-
vors’ experiences, allowing for a wide range of secondary survivors, including re-
lationship partners and children of SMW with breast cancer. Despite an absence of 
studies that inform in much detail about the social support needs of sexual minority 
survivors of breast cancer and their secondary survivors, it is of note that throughout 
the country, in urban areas and online, cancer support services are available that fo-
cus specifically on SMW and in some cases their partners. One study that compared 
heterosexual and sexual minority survivors of breast cancer concluded that sexual 
minority survivors more likely attend cancer support groups and are also more like-
ly seek out mental health counseling to deal with their breast cancer compared to 
heterosexual survivors [26]. However, this study did not assess whether sexual mi-
nority survivors’ use of cancer support groups referred to lesbian or sexual minor-
ity specific groups. Three qualitative studies reported on sexual minority women’s 
experiences with cancer support groups made up of predominantly heterosexual 
group members [15, 27, 28]. These studies reported on SMW’s “otherness” and 
alienation from the heterosexual women in the group, reporting that heterosexual 
group members lacked awareness and openness for sexual minority women’s lives, 
which caused sexual minority women to conceal their sexual orientation, leave the 
group, or perceive diminished benefit from the group meetings [15, 27, 28]. There-
fore, it is necessary for future studies to carefully measure that SMW’s rates of 
support group use refers to continued social support group attendance and having 
support needs met, rather than a reflection of short-term utilization followed by 
dropping out of groups due to a lack of benefit. Secondary support providers’ use 
and interest in support groups and mental health counseling due to the stress of the 
survivors’ breast cancer is unknown to date. However, finding appropriate and posi-
tive support groups for partners that match their needs is likely magnified and an 
unmet need to date [28].

Quality of Life and Psychological Adjustment

Much of the research to date focused on assessing SMW’s coping with a breast 
cancer diagnosis, their quality of life, and psychological adjustment after breast 
cancer. Several studies report that sexual minority women’s coping styles differ 
from heterosexual women’s coping, revealing mostly areas of strengths in sexual 
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minority women’s coping. Compared to heterosexual women, lesbians use less 
cognitive avoidance, less denial, less anxious preoccupation, and less hopelessness 
coping, which are strengths. Other strengths are SMW’s greater expression of an-
ger, increased venting, and more positive reframing [16, 24, 26]. Compared to het-
erosexual survivors, sexual minority survivors show vulnerabilities too, in that one 
study found lesbians have less fighting spirit [16]. However, a later study concluded 
that sexual minority women were similar to heterosexual women with respect to 
fatalism and fighting spirit coping [26]. According to one qualitative study, at the 
time of diagnosis lesbian women experience significantly more stress than hetero-
sexual women [15]. Most other studies that assessed stress, anxiety and depression, 
reported on sexual minority survivors at later time points, frequently years after 
their diagnosis.

Breast cancer studies consistently concluded heterosexual and sexual minority 
survivors have similar quality of life, anxiety, depression, and mood disturbance 
[3, 15, 16, 20, 29]. This is contrary to expectations, given findings in the general 
population of sexual minority women having more mental health problems than 
heterosexual women [30, 31]. Benefit finding is a reflection of a person’s changed 
beliefs and life lessons learned from a traumatic event such as breast cancer, and 
sexual minority and heterosexual survivors shared similar levels of benefit finding 
[26]. In addition, with respect to physical health, contrary to expectations, over-
weight and obesity rates and sexual well-being were similar in sexual minority and 
heterosexual survivors of breast cancer [16, 17, 24, 32]. When considering breast 
cancer survivors’ body image, sexual function, and sexual enjoyment, sexual mi-
nority and heterosexual women were similar [17]. Because of differences in sexual 
expressions and sexual activities, one can call into question whether heterosexual 
women are an appropriate comparison group for sexual minority women. There-
fore, one study compared age- and partner-status matched samples of SMW with 
breast cancer to SMW without cancer and found overall risk of sexual dysfunction 
did not differ between these two groups [33]. However, the SMW who had a his-
tory of breast cancer reported lower sexual frequency, lower desire, lower ability to 
reach orgasm, and more pain related to sexual activity compared to SMW without 
cancer [33]. Moreover, the same study also compared these two groups of women 
on quality of life, anxiety and depression, concluding breast cancer survivors’ qual-
ity of life, anxiety and depression was similar [34]. As one would expect, given the 
cancer treatments the survivors had been exposed to, sexual minority women who 
are breast cancer survivors were more likely menopausal compared to age-matched 
controls without cancer [34].

Understanding Quality of Life and Mechanisms to Affect 
Psychological Adjustment

Much attention focused on understanding why SMW might have better than expect-
ed quality of life and psychological adjustment. Arena and colleagues hypothesized 
that lesbians who are already living in a hostile environment due to their sexual 
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minority status, might perceive breast cancer as one more stressor, while among het-
erosexual women the diagnosis of breast cancer and its treatments might constitute 
the first major adversity in their lives [24]. The finding that lesbian’s obesity after 
breast cancer is similar to heterosexual women’s rate, despite much evidence in the 
non-cancer population of lesbians having higher obesity rates, has been interpreted 
as an indication that lesbians might more likely improve their weight-related behav-
iors after cancer than heterosexual women [32]. Only longitudinal studies with data 
prior to and post-diagnosis of breast cancer can positively confirm these specula-
tions. It is important to note that findings of similar quality of life and psychological 
adjustment after breast cancer in sexual minority and heterosexual women is not an 
indication of an absence of anguish and suffering in sexual minority women after 
breast cancer. Rather, these findings suggest sexual minority women’s psychologi-
cal responses and reactions to breast cancer are at comparable levels to heterosexual 
women’s, despite much evidence of sexual minority women being underserved and 
at a disadvantage due to their sexual minority status.

Much effort focused on explaining SMW’s quality of life and psychological ad-
justment. Ultimately, this type of inquiry, which focuses on understanding the fac-
tors that contribute to sexual minority women’s quality of life and psychological ad-
justments, is formative for the selection of suitable interventions to improve sexual 
minority women’s quality of life and reduce their mood disturbance, anxiety, and 
depression. With interventions in mind, it is of particular importance to highlight 
mutable factors, which are suitable intervention targets. Among such mutable fac-
tors are SMW’s coping responses to the breast cancer diagnosis. Positive attitudes, 
cognitive avoidance, and hopelessness coping are linked to finding benefit in the 
breast cancer experience [26]. Coping responses in general and in some instances, 
sexual minority women’s different coping styles are linked to quality of life, anxiety, 
and depression [17]. Specifically, sexual minority women’s fighting spirit coping is 
linked to sexual minority women’s reduced anxiety compared to heterosexual survi-
vors’ anxiety [17]. Fatalism coping was identified as another strength of sexual mi-
nority women, which then linked to sexual minority women’s better mental health 
and less depression, while coping via anxious preoccupation correlated to quality of 
life, anxiety and depression for both groups of survivors [17]. Other aspects associ-
ated with better quality of life, less anxiety and depression, were body image and 
perceptions about one’s future health [17]. Body image was associated with mental 
health, anxiety and depression in both sexual minority and heterosexual survivors, 
suggesting changing women’s perceptions of their bodies through targeted inter-
ventions may improve their well-being [17]. Moreover, heterosexual women with 
breast cancer generally have a better perception of their future than sexual minority 
women. However, when sexual minority women perceived their future positively, 
they had fewer depression symptoms than heterosexual women, indicating one may 
be able to affect sexual minority women’s depression through an improved percep-
tion of their future health [17]. 

So far, only one intervention study sought to intervene on lesbians’ psychologi-
cal responses, using supportive-expressive group therapy intervention [35]. This 
small study reported positive results in that after the 12-week intervention, lesbians 
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reported less emotional distress, intrusiveness, avoidance, and better coping with 
their breast cancer [35]. However, lesbians’ body image, sexuality, and attitudes 
towards health care providers remained unaffected by the intervention. To date no 
other intervention studies have been conducted with SMW who are living with 
breast cancer, pointing to an area of dire need. A study of SMW’s sexual function 
after breast cancer linked women’s perceived sexual attractiveness and urogenital 
symptoms to their sexual function. When focusing on partnered women only, re-
lationship cohesion and their menopausal status had an additional impact on their 
sexual function after breast cancer [34]. The study concluded education about the 
need for greater intensity and duration of genital stimulation and use of mechanical 
devices might be useful to address sexual minority survivors’ urogenital symptoms, 
while psychosocial interventions might be helpful to address sexual minority wom-
en’s perceived sexual attractiveness and relationship concerns [34].

Other potential intervention targets for this population of breast cancer survivors 
could be these women’s unique self-perceptions stemming from their sexual minor-
ity identity. One of the early studies linked internalized homophobia, a negative 
self-perception of one’s sexual minority status, to greater distress in lesbians with 
breast cancer [36], while showing disclosure of sexual orientation was unrelated to 
distress. Later studies are somewhat confirmative of sexual minority-specific issues 
relating to psychological outcomes in sexual minority survivors. One study of les-
bian and bisexual survivors of breast cancer linked the perception that one’s sexual 
minority identity has been difficult to greater depression [18]. In addition, lesbian 
and bisexual survivors’ openness, that is, disclosure of one’s sexual minority iden-
tity to coworkers and heterosexual friends, linked to lower anxiety, with the caveat 
that lesbians showed more openness about disclosing their sexual orientation to 
others, including health care providers, and displayed more trust in their health care 
providers than bisexual survivors [18]. However, having trust in health care provid-
ers did not significantly contribute to explaining lesbian and bisexual breast cancer 
survivors’ quality of life, anxiety, and depression [18]. Similarly, a study of SMW 
confirmed that disclosure of a lesbian identity to providers does not result in lower 
distress [37]. A study with dyadic data, from SMW with breast cancer and their 
support providers sheds further light on the issue of disclosure or openness about 
one’s sexual minority identity [23]. This study found that when focusing on breast 
cancer survivors and support providers’ mood disturbance, being open about one’s 
identity is associated with less distress in the women with breast cancer and the 
support provider. However, when assessing the dyad of breast cancer survivor and 
support provider, discordance in openness, consisting of the support provider being 
more open about her sexual minority identity than the sexual minority woman with 
breast cancer, negatively affects the survivor, in that she shows more emotional dis-
tress [23]. Furthermore, this study’s dyadic data point to the need for assistance and 
possibly interventions that address survivors’ support providers. For example, these 
supporters of SMW with breast cancer were primarily these women’s partners, had 
less support than survivors, and had generally a smaller social network than wom-
en with breast cancer [23]. Finally, the well-being of support providers and SMW 
with breast cancer was interrelated, in that their level of distress was about equal, 
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meaning a distressed survivor matched a distressed support provider. This may cre-
ate opportunities to affect breast cancer survivors’ well-being through alleviating 
their support providers’ distress, possibly improving both parties’ well-being [23]. 
Consistent with this are findings that show sexual minority women who live with 
their partners report more anxiety than heterosexual women [17], a possible indica-
tion that sexual minority women’s partners are more distressed than heterosexual 
women’s partners. This again opens up the possibility of affecting the well-being of 
sexual minority survivors of breast cancer via services, programs, and support for 
these women’s partners.

Despite an absence of evidence-based interventions and programs for SMW with 
breast cancer, findings indicate that SMW on their own find means to improve their 
well-being. Specifically, sexual minority women’s greater use of cancer support 
groups and mental health counseling for breast cancer-related issues compared to 
heterosexual women correlated with better mental health in sexual minority than 
heterosexual women [17], indicating that sexual minority women were more likely 
to meet their needs for psychosocial services than heterosexual women. However, 
future studies will need to distinguish between sexual minority- or non-specific 
support groups to identify the benefits that sexual minority survivors obtain from 
either one of the respective social support groups. The evidence for the benefits 
of psychopharmacological interventions on the other hand is mixed. SMW had a 
positive response to anti-anxiety medications but those on mood stabilizers did not 
have a positive response to the medication. Those on mood stabilizers reported an 
increase in symptoms of depression [17].

Consistent with expectations, social support greatly benefits SMW with breast 
cancer, improving their quality of life [20] and depression [18]. In addition, social 
support has been shown to be of equal importance for sexual minority and hetero-
sexual survivors’ anxiety, while sexual minority women with social support have 
lower levels of depression than comparable heterosexual women [17]. However, 
the few studies that paid close attention to the sources of social support suggest 
that having one specific designated support provider available does not in itself 
improve sexual minority women’s adjustment or coping responses [23], indicating 
the breadth of the social support network and level of support received contributes 
to positive well-being for sexual minority women. This is a particularly informative 
finding, suggesting single SMW are not necessarily at a disadvantage, assuming 
they can find the support from others in their social support network, and under-
scores the opportunity of assisting SMW of any partner status through social sup-
port services. As previously discussed, having a partner can also increase distress 
in sexual minority women under certain conditions. A study of lesbian and bisexual 
women who were with a female partner, a male partner, or were without a partner, 
found sexual minority women with a female partner had significantly better mental 
health than those who were with a male partner [18], supporting sexual minority 
women’s positive perceptions of their female partners [25]. Partner status itself has 
been linked to physical health, with partnered sexual minority women showing sig-
nificantly better physical health than partnered heterosexual women [17].
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From some findings, one can infer opportunities exist for interventions or pro-
grams in the health care setting, by changing care delivery. For example, sexual 
minority women who were on anti-estrogen therapy, a treatment typically lasting 
about 5 years, showed better mental health than heterosexual survivors on this 
therapy. This possibly indicates that sexual minority women derive benefits from 
actively addressing their cancers and having a prolonged interaction with the health 
care system [17]. Further, because of the strong effects of systemic side effects and 
arm morbidities on survivors’ well-being, rehabilitation services and better control 
of long-term and late effects of breast cancer will likely improve sexual minority 
women’s physical and emotional well-being [17, 38]. Taken together these findings 
may indicate that SMW are an opportune target group for survivorship care plans 
and increased monitoring through health care providers. Other findings point to 
additional opportunities to intervene in the health care system through educational 
trainings for health care providers and staff to increase their level of competen-
cy when dealing with sexual minority women. For example, the previously noted  
strained interactions between SMW and their health care providers, point to oppor-
tunities for improvement. Specifically, studies indicating that health care providers 
do not ask about their patients’ sexual orientation, leaving it up to SMW to bring 
this aspect of their lives to their providers’ attention [13]. The fact that lesbian-
identified women’s greater rate of disclosure, compared to bisexual women’s, does 
not improve their well-being as one would expect [36, 37], raises questions about 
health care providers’ ability to respond to these disclosures and about their abil-
ity to make these women comfortable and support them appropriately. However, 
more research needs to be done on specifically understanding SMW’s needs with 
respect to sexual minority status disclosure and their experiences of discrimina-
tion in the health care setting to more fully inform provider and staff training and 
increase their cultural competency. So far, qualitative studies show sexual minority 
survivors’ negative experiences with providers, while insisting that they did not feel 
discriminated against [39]. Similarly, sexual minority women framed breast cancer 
as a “women’s issue, not a lesbian issue,” highlighting their ability to manage their 
sexual minority identity in the context of breast cancer and not perceiving them-
selves as disadvantaged [40]. Another study concluded discrimination experiences 
in the health care setting are low [20]. However, the study failed to assess sexual 
minority women’s disclosure to health care providers, and given that many sexual 
minority women in their sample endorsed “being perceived by doctors and nurses 
as heterosexually-identified” it appears many sexual minority women concealed 
their sexual minority identity, which this study related to better quality of life [20]. 
A study that measured sexual minority and heterosexual survivors’ discrimination 
experiences in everyday life integrated discrimination due to sexual orientation as 
one response choice along with other choices such as feeling discriminated due to 
one’s gender, age, income, race/ethnicity, appearance and having cancer [3]. As 
one would expect, SMW reported more experiences of discrimination than hetero-
sexual survivors. However, upon further examination it became clear that less than 
half of SMW reported discrimination due to their sexual orientation. Rather sexual 
minority women reported more gender, cancer, and race/ethnicity discrimination 
than heterosexual women, despite sharing with heterosexual women being female, 
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having cancer, and their race/ethnicity. Furthermore, sexual minority breast cancer 
survivors were younger and had higher income than heterosexual survivors; never-
theless, they reported more discrimination due to age and income, suggesting that 
that sexual minority women appraise discrimination differently, frequently attribut-
ing it to factors other than their sexual orientation [3]. The diversity and inconsis-
tency of findings of discrimination in the context of receiving breast cancer care 
highlight the complexity of attribution of discrimination. It may be that quantitative 
measures of discrimination are not yet sufficiently refined to collect data on sexual 
minority women’s discrimination. For example, sexual minority women may per-
ceive the care they receive as better than they expected or may perceive providers 
and the health care system as heteronormative, consistent with the heteronormative 
society they live in, which may explain reports of no or low experiences of discrimi-
nation. Similarly, as has been shown for other minority groups, sexual minority 
women may maximize their perception of control, while minimizing discrimination 
because the consequences of minimizing discrimination are psychologically benefi-
cial [41, 42]. Therefore, future research is needed to fully understand how appraisal 
of discrimination experiences affect sexual minority women’s experiences with the 
health care setting and providers specifically. So far, studies have been able to link 
discrimination to anxiety and depression, even when other factors were controlled 
[17, 29].

While the previously-mentioned studies provide information about mechanisms 
that can be targeted by interventions, inferences can also be made about subgroups 
among SMW who are at risk for worse outcomes after breast cancer diagnosis and 
its treatments. Sexual minority breast cancer survivors with health insurance had 
worse physical health than heterosexual survivors with insurance, which has been 
interpreted as an indication that SMW with poor physical health may be able to 
obtain insurance through Medicaid and Medicare [17]. Not surprisingly, having a 
later stage of breast cancer linked to worse mental health and depression [17], sug-
gesting these sexual minority women have more needs for support and assistance 
to alleviate their suffering. Findings of lesser depression in survivors with more 
education and those who are employed likely speaks to greater resources available 
to these women [17]. On the other hand, it is also possible that this finding indicates 
a return to work is less likely for women who suffer from depression due to their 
breast cancer. This is a hypothesis to be explored by later studies that have pre- and 
post-diagnosis information on breast cancer survivors, along with an assessment 
of breast cancer’s economic impact on sexual minority women, which is so far 
unknown. Residing in more impoverished neighborhoods has been linked to worse 
mental health and to greater anxiety specifically [17], pointing to a vulnerability in 
cancer survivors who live in resource-poor neighborhoods, which needs to be fur-
ther explored to fully understand which aspect of the neighborhood impacts breast 
cancer survivors’ mental health. Given the increasing legal opportunities for sexual 
minority women to enter into same-sex marriages, it is also of note that sexual 
minority women’s marital status has been linked to their adjustment after breast 
cancer. Being married has been shown to be related to less depression and anxiety 
in breast cancer survivors [17], suggesting benefits of marriage to which sexual 
minority women finally have access to as more states make same-sex marriage an 
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option. A particular oversight of breast cancer studies to date is information about 
breast cancer survivors who are sexual minorities, but also report as racial or ethnic 
minorities. While studies included racial and ethnic minority women, the numbers 
of sexual minority women who are also racial and ethnic minorities are too small 
to assess whether these women have additional disadvantages, a possible double 
jeopardy due to their dual minority status.

Conclusions and Next Steps

While breast cancer is the most thoroughly evaluated cancer type in SMW, many 
questions and needs for future studies remain. As indicated previously, we still lack 
information about SMW with stage IV breast cancer, breast cancer recurrences, and 
second cancers. So far, breast cancer studies focused mostly on women who are 
many years past their diagnosis, meaning early survivorship, including responses 
to their diagnosis, their decision-making, and their experiences while undergoing 
treatments are still areas in need of exploration. Further, studies must give atten-
tion to SMW in different life circumstances. For example, lacking are breast cancer 
studies of SMW who are racial or ethnic minorities, different age cohorts, sexual 
minorities who live in poverty, with children, and those who live in rural areas, ar-
eas where few sexual minority women live, or areas without a strong presence of a 
lesbian, gay, bisexual community. The economic burden of breast cancer on sexual 
minority women’s lives, families, and relationships is also unexplored. Therefore 
issues such as whether SMW return to their same workplace or need to switch jobs, 
whether sexual minorities’ partners or spouses have dedicated time or the ability to 
go on medical leave to take care of their spouse or partner who is undergoing cancer 
treatment is unknown. Little is known about the partners, nothing about children of 
SMW with breast cancer, and next to nothing about changes to these relationships 
due to breast cancer. So far, almost all information about SMW with breast cancer 
has been derived from cross-sectional studies, which means we have no information 
about changes over time, including about the long-term and late effects of breast 
cancer and its treatments. Pre-diagnosis data on SMW with breast cancer are needed 
to more fully understand the changes brought on by breast cancer. Along those lines, 
changes to the health behaviors of breast cancer survivors have to be explored, 
which include not smoking, moderate alcohol use, having a healthy diet, regular 
physical activity, surveillance to detect recurrences, second cancers, and late effects 
and long-term effects of breast cancer treatments.

A few studies characterized SMW’s perceptions of their healthcare providers, 
from which one can at least cursorily infer that this is an important area for im-
provement. However, no research to date focused on the health care providers who 
interact with and care for SMW with breast cancer, which means their perceptions, 
attitudes, knowledge, and skill caring for these patients is still unknown. Future re-
search with health care professionals may help answer the question whether health 
care professionals are open to changing their approach or whether they feel their 
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knowledge of breast cancer is sufficient because the disease does not present differ-
ently in sexual minority versus heterosexual women.

A widely acknowledged challenge for researchers is the identification of SMW 
with breast cancer and gaining their participation in breast cancer studies. One of 
the earliest studies recruited 29 lesbians with breast cancer in the San Francisco 
Bay area [16]. They reported relaxing their eligibility criteria, spending more time 
recruiting the lesbian sample, and that despite their extensive outreach, the number 
of lesbian study participants fell short of the estimated number of lesbians with 
the disease in the San Francisco Bay area [16]. Most studies used similar recruit-
ment strategies, that is, advertising the study through flyers, the internet, and other 
means of reaching the sexual minority community. However, one study used a state-
wide cancer registry to find sexual minority women and a heterosexual comparison 
sample of breast cancer survivors [2]. Their detailed evaluation of their recruit-
ment strategy noted that their process was not only labor intensive, but they also 
reported reasons why in their experience sexual minority women were not eager to 
participate in the study, which ranged from a perceived invasion of privacy to likely 
leading busier and more stressful lives than heterosexual women [2]. Researchers 
will need to plan on dedicating considerable resources, e.g., spending more time 
and money on the recruitment of sexual minority women compared to heterosexual 
women with breast cancer. The difficulties of recruitment and SMW’s hesitancy to 
participate are likely major obstacles for intervention studies with SMW with breast 
cancer, especially if the intervention depends on repeated face-to-face contacts and 
participants’ willingness to commit to an extended timeframe. To stimulate more 
intervention studies with breast cancer survivors who are sexual minorities, re-
searchers may need to consider other means of delivering interventions, e.g., via the 
telephone and the internet.

As noted, to date there exists only one intervention study with lesbians with 
breast cancer [35]. Much of what has been reported in this chapter about sexual 
minority women with breast cancer shows that in many respects, they mirror the 
quality of life, coping, and psychological adjustments of heterosexual women with 
breast cancer. While these findings are unexpected in that sexual minority women 
with breast cancer apparently do better than expected, this absence of a disparity 
must not be interpreted as lack of need for programs for and interventions with 
SMW who live with breast cancer. To the contrary, the goal of fully understand-
ing the needs of SMW with breast cancer and then intervening with programs and 
services for the purpose of alleviating suffering and improving these women’s well-
being remains.
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Abstract Little previous research has focused on gay and bisexual men who 
develop prostate cancer. However, a few small studies have recently been published 
that begin to tell the story of the specific problems gay and bisexual men with 
prostate cancer face. In this chapter, we summarize this recent literature and offer 
specific suggestions for changes to made by urologists and other cancer treatment 
providers to address the unique needs of gay and bisexual men for survivorship 
services. In addition, we discuss techniques that providers can use to make their 
practice more welcoming for gay and bisexual men facing prostate cancer.
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Overview

Prostate cancer (PCa) is the most common male malignancy. There were an esti-
mated 240,000 new cases and over 2.6 million survivors in the United States in 
2013 [1]. While there has been no large-scale, population-based study examining 
the prevalence of prostate cancer by sexual orientation, some work has suggested 
that gay and bisexual (G/B) men may be diagnosed less frequently than heterosexu-
al men [2]. However, using a conservative estimate of the prevalence of G/B men in 
the general population of 2–3 %, at least 5000 G/B men are diagnosed with prostate 
cancer each year; over 50,000 are still living following treatment [3].

Compared to their heterosexual counterparts, G/B men face several unique chal-
lenges in healthcare settings. A long-standing concern is that G/B men are likely to 
have prostate cancer diagnosed at a later stage relative to heterosexual men. Many 
in the gay community believe that gay men are likely to receive inadequate prostate 
care, citing discomfort coming out to physicians [4], lack of adequate social support 
[5], and the possibility of excessively rough or violent rectal exams by homophobic 
practitioners [6]. Stigma around homosexuality may be related to negative experi-
ences in the health care system, such as providers failing to ask about sexual orien-
tation and assuming heterosexuality [7]. Race and ethnicity may compound stigma 
further, as data from large study of California men suggests that G/B African-Amer-
ican men receive prostate specific antigen testing less frequently than heterosexual 
African-American men or G/B Caucasian men [8]. Taken together, negative experi-
ences with the healthcare system are likely related to the poorer health outcomes 
experienced by lesbian, gay and bisexual persons [9].

Like many heterosexual men, gay men have limited understanding of their prostate 
or the range of sexual challenges associated with prostate cancer and its treatment 
[4]. With hundreds of thousands of G/B men facing the prospect of future prostate 
disease, it is essential for this population to be knowledgeable about their risk, options 
for treatment, ways to improve health-related quality of life (HRQOL) after treatment, 
and what to expect from their health care providers. By the same token, providers 
need to understand the challenges faced by G/B with PCa, some of which are unique 
to this population. In this chapter, we briefly outline the treatments for PCa and typical 
changes in HRQOL post-treatment. We then describe the unique concerns that G/B 
men with PCa may have, summarize the limited existing literature on HRQOL for 
G/B men with prostate cancer, and suggest ways in which health care professionals 
may provide more patient-centered, affirming care for G/B men with PCa.

Prostate Cancer Treatment and Health-Related  
Quality of Life

The currently available treatments for localized prostate cancer carry the risk of a 
number of possible iatrogenic symptoms, primarily urinary and bowel incontinence 
and erectile dysfunction (ED) [10]. The issue of iatrogenic symptoms is particularly 
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important to men with prostate cancer because their prognosis, relative to other 
cancers is very good and the potential treatment-related symptoms can have such 
important implications for HRQOL. Because of early prostate cancer’s long natural 
history, men who develop iatrogenic symptoms will experience those symptoms for 
years [11].

Treatment-related symptoms vary by the treatment received. Men who receive a 
radical prostatectomy (RP) are more likely to have problems with urinary and sexu-
al functioning. Radiotherapy patients are more likely to experience bowel problems 
[10, 11]. However, this symptom picture may change over time. Surgery patients 
frequently report substantial improvements in their urinary and sexual functioning 
12 months after treatment [12]. A recently published study shows that overall qual-
ity of life, sexual desire and function, bladder function, and fatigue are the symp-
toms that persist at 30 months post-treatment for surgery patients [13]. Patients 
receiving radiotherapy have a different prognosis. While their urinary functioning 
remains fairly stable, sexual functioning for radiotherapy patients declines steadily 
over time [12, 14]. Radiotherapy patients also report substantial declines in bowel 
function [15]. Hormone therapy patients report both localized problems (e.g., ED) 
and systemic concerns, such as fatigue, depression, hot flashes [16].

The Concerns of Gay and Bisexual Men

Various treatment modalities have different implications for G/B men when com-
pared with heterosexual men. Researchers have hypothesized that the effects of 
external pelvic beam radiation may more severely affect G/B men because of the 
nature of the side effects on G/B men’s sexual practices. Despite advances in radia-
tion therapy, significant percentages of patients who undergo pelvic radiotherapy 
for prostate cancer are affected by fecal urgency, involuntary flatulence, and incon-
tinence. Furthermore, many men will suffer from significantly decreased sphincter 
pressure and rectal capacity [17]. These iatrogenic changes are likely to signifi-
cantly impact the sexual function of G/B men, particularly those who are primarily 
anal-receptive in their sexual behavior, as severe anal damage may be a contraindi-
cation to anal intercourse.

There has also been concern that the ED patients experience following sur-
gery may be more difficult to treat effectively in G/B men [3]. First-line oral ED 
treatments are designed to enable vaginal intercourse and may not be capable of 
enabling erections sufficient for anal penetration given the increased pressure of 
the anal sphincter [18, 19]. After anal penetration, the insertive partner also may 
have difficulty maintaining their erections, if penetration forces blood from the 
penis [18].

Ejaculatory dysfunction after PCa treatment causes distress for many men but 
may be particularly problematic for G/B men. Research with G/B men has docu-
mented the cultural significance among gay men around the eroticization of ejacu-
late and semen [4, 20]. Ejaculation has been described as crucial to satisfying sex 
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and maintaining relationships with partners [4]. Thus, the loss of ejaculation after 
PCa treatment is a side-effect that will impact HRQOL among many G/B men and 
that providers should warn G/B men about this side-effect before treatment.

Health-Related Quality of Life in Gay and Bisexual men—
What Do We Know?

Until recently, little was known about HRQOL in G/B men with PCa or how it might 
differ from their heterosexual counterparts. Several small-to-medium size studies 
have begun to appear in the literature. Like heterosexual men, G/B men experience 
PCa as having a substantial impact on HRQOL though some report transforming 
the experience into a positive effect on their life [21]. A qualitative study by Thomas 
and colleagues eloquently described the struggles with post-treatment symptoms of 
incontinence and sexual dysfunction. Participants also noted that urologists need to 
understand that gay men’s experience of PCa may be substantively different than 
heterosexual men [21]. In particular, participants noted the dismissive attitude that 
many perceived from their urologists, prompting some to seek out another provider.

Another small study examined differences in sexual functioning before and af-
ter the introduction of hormonal therapy in a sample of heterosexual and gay men 
[22]. Gay men ( N = 12) were more adversely affected in the areas of sexual arousal, 
orgasm function, sexual desire, and overall sexual satisfaction after treatment with 
bicalutamide when compared with heterosexual men. This difference may arise 
from an increased importance of androgen, especially for ejaculation, in G/B sexu-
ality [22]. A pilot study of 15 gay men treated with radiation or surgery examined 
disease-specific HRQOL using the Expanded Prostate Cancer Index (EPIC) [23], a 
widely-used, validated measure, and the ejaculatory function and bother scores from 
the Men’s Sexual Health Questionnaire (MSHQ) [24]. While the small sample size 
precluded formal statistical testing, radiation patients were better able to maintain 
insertive and receptive anal intercourse [25]. Most participants reported difficulties 
with urinary, bowel, and ejaculatory functioning and reported being “bothered” by 
their ejaculatory difficulties [25].

Three larger cross-sectional studies have examined difference in HRQOL be-
tween G/B and heterosexual men. Men in the US, Australia, Canada, United King-
dom, and other countries completed an anonymous, online survey using the EPIC 
[23].  The  authors  compared  heterosexual  ( N = 460)  and G/B  ( N = 96) men on a 
range of diagnostic and HRQOL outcomes [26]. G/B men were diagnosed with 
PCa at significantly younger ages in this study. There were no differences between 
the two groups in the type of PCa treatment selected. On the EPIC, the two groups 
did not differ on sexual functioning or urinary incontinence. In both groups, 60 % 
of the respondents reported “never or almost never” being able to achieve an erec-
tion during sex. Among the respondents who could achieve an erection sufficient 
to attempt penetration, more than one-third of each group reported “never or al-
most never” achieving satisfaction with orgasm. G/B men in the study reported 
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 significantly greater “bother” with their sexual functioning. G/B men also reported 
worse ejaculatory functioning than heterosexual men and greater “bother” because 
of their diminished ejaculation [26].

In the second large cross-sectional study, 341 heterosexual men and 111 gay 
men were interviewed about their post-treatment HRQOL [27]. Gay men reported 
significantly worse urinary and bowel functioning than heterosexual men. Among 
gay men, younger men reported lower HRQOL than older men. Gay men reported 
significantly lower masculine self-esteem, less affection from their partners, and 
more treatment regret than heterosexual men. Unlike the previous studies, no dif-
ferences in sexual functioning were found between heterosexual and gay men. It 
should be noted that a different HRQOL instrument was used in this study, meaning 
direct comparisons with other studies that used the EPIC difficult. Differences in 
question wording may have affected the investigators’ ability to detect differences 
in sexual functioning.

The third large cross-sectional study also compared HRQOL among G/B men 
and heterosexual men after treatment [28]. Ninety-two men completed an internet-
based survey using the EPIC and MSHQ to measure disease-specific HRQOL and 
validated measures of fear of recurrence [29], illness intrusiveness [30], and general 
HRQOL [31]. Data were compared to published means from heterosexual samples 
of PCa survivors. Gay men reported better sexual functioning, with no differences 
between groups on sexual “bother.” Gay men reported significantly more “bother” 
in the urinary, bowel, and hormonal domains of the EPIC. Gay men reported greater 
psychosocial impairment than heterosexual men, including greater fear of cancer 
recurrence and worse scores on the Short Form-36 mental composite score. Even 
though sexual functioning was higher among gay men, they reported a number of 
concerns related to ejaculatory difficulties, climacturia, and changes in their prima-
ry relationship because of changes in sexual functioning. When asked to compare 
pre- and post-treatment functioning, 40 % of the gay men reported their frequency 
of sexual activity decreased “a lot.” For many men, their erectile difficulties pre-
vented them from resuming insertive sexual activity after treatment.

To summarize the changes in HRQOL published in the literature, several pat-
terns emerge. In studies where comparisons were made with heterosexual men, 
G/B men generally reported significantly worse urinary and bowel function. Sexual 
functioning and bother varied across studies. These variable results in sexual func-
tioning may be related to the use of different instruments or to differences in sam-
pling strategies. It is clear that changes in ejaculatory functioning after treatment are 
perceived as greater by gay men and result in higher ejaculatory “bother” scores.

Gay and Bisexual Specific Needs

G/B men treated for PCa report significant decrements in several areas of physical 
symptoms after treatment, compared with their heterosexual counterparts. Thus, 
G/B men may be in even greater need of self-management programs that help 
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 manage post-treatment symptoms [32–35]. In particular, sexual rehabilitation may 
be especially problematic. The number of men who retain the ability to ejaculate 
after PCa treatment is limited. For G/B men, the loss of ejaculate is especially diffi-
cult, given the premium placed on ejaculation as a visible sign of sexual completion 
in the G/B community [4, 20].

Health care providers working with G/B PCa survivors on sexual rehabilitation 
may find that first-line oral therapies for ED are less effective for men who wish to 
resume their role as the insertive partner during sex. Thus, urologists may need to 
consider other options. One promising treatment approach may be a combination 
of oral therapy and vacuum erection devices [36]. Interest in vacuum erection de-
vices is resurging because they are cost-effective, less invasive treatment option that 
increases blood flow to the penile structures [37–39]. Our clinical experience also 
suggests that some gay men have incorporated vacuum devices into their sexual 
repertoire independent of use after PCa. Thus, the device may be especially appro-
priate for G/B men.

If oral therapies and vacuum devices are unsuccessful, urologists may need to 
move more quickly to more invasive approaches such as intracavernosal injections 
or uretheral suppositories. Health care providers also need to be mindful of possible 
rectal difficulties after PCa treatment that may affect G/B men’s ability to function 
as the receptive partner for anal sex. Assessment and treatment so that men can re-
sume receptive anal sex may be an important part of sexual rehabilitation for many 
G/B men.

Sex therapists and other mental health providers can assist G/B men struggling 
with sexual rehabilitation concerns. For some men, resuming their previous role in 
sexual activity may not be possible because of ED or rectal damage. In one study, 
men who were unable to go back to pre-treatment roles reported a negative impact 
on their primary relationship [28]. Another study noted that although some men 
may be willing to adapt their sexual repertoire after treatment, many would find do-
ing so problematic [4]. Sex therapists may also be important resources to help men 
grieve for their loss of their sexual identity and spontaneity because of their PCa 
treatment [40]. Sex therapists can help men who are open to changing their sexual 
repertoire to include new sexual activities and improve communication with sexual 
partners. Mental health providers may also be able to address the other psychosocial 
decrements such as fear of cancer recurrence or perceived stigma reported in some 
studies [27, 28].

The unique characteristics and challenges of the G/B community require that 
physicians modify their practice to ensure they are providing high-quality care. Gay 
men may experience difficulty interacting with a medical community comprised 
mainly of heterosexual providers. Indeed, some surveys have indicated that G/B 
men are wary of real or perceived homophobia and physicians’ heteronormative 
focus [6]. In a survey that included lesbian, gay, bisexual, transgender, and queer 
partners and caregivers, the participants expressed similar concerns about their dis-
enfranchisement within the medical system, compared to heterosexual partners and 
caregivers [41]. Partners of G/B men also need to be considered in pre-treatment 
decision-making, treatment preparation, and in survivorship services in the same 
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way that heterosexual partners are. Furthermore, a recent study has shown a general 
disquiet among G/B men concerning the professional attributes of their urologists. 
Specifically, patients have reported that communication with urologists is extreme-
ly problematic because practitioners often fail to explain potential treatment-related 
side effects or appreciate the psychological impact of therapy [21].

G/B men are less likely to be in long-term monogamous relationships at the time 
of prostate cancer diagnosis, and are less likely to have established social support 
systems in place compared to heterosexual men [21]. While health care providers 
cannot replace these social institutions, they can work with G/B patients to en-
able men facing prostate cancer to establish and use their own support systems 
effectively. Face-to-face support groups (e.g., Us TOO, American Cancer Society) 
and specialized LGBT resources (e.g., Male Care, Inc., Metropolitan Community 
Church) exist in many communities or online, and efforts should be made to mobi-
lize existing resources in meeting the diverse needs of patients, including gay and 
bisexual men [3]. For those who are uncomfortable with in-person groups, online 
support groups have been found to be valuable for many men [42].

Creating a More Welcoming Practice

Creating a welcoming clinical environment for G/B men begins with how a clinic/
department advertises their services and progresses down to the clinic encounter. 
G/B men may seek out providers who list their association with G/B health orga-
nizations (e.g., Gay/Lesbian Medical Association) or who publicize G/B health as 
a specialty. From the moment that G/B men walk into the waiting room, they are 
gathering an impression about how welcoming toward and knowledgeable about 
G/B men the practice is. If the waiting room has photos of families, magazines on 
a coffee table, or information about community resources, a welcoming environ-
ment would include same-sex couples in the photos, gay community magazines, 
and local G/B resource information. Another approach to creating a positive clini-
cal atmosphere is to have an internal or institutional non-discrimination policy that 
includes sexual orientation and post the policy where it is visible [43]. Further, staff 
training on dealing with diversity in sexuality and other areas is available for free 
from the Gay/Lesbian Medical Association (GLMA) and Fenway Health Institute 
websites.

Intake forms that ask about marital status project a heterosexist bias and fail to 
recognize that G/B men may be partnered, but not legally married, and perhaps 
cannot be married depending on the state of residence [44]. Additionally, lifetime 
relationship and marital status histories may be complex. For example, how would 
a G/B male patient respond to the standard intake question about marital status if 
he was previously married to a woman, but has lived with his male partner for the 
past 10 years? A more informed and welcoming strategy is to ask about “Current 
relationship status” with the following options: single, married, domestic partner-
ship/civil union, partnered, involved with multiple partners, separated from spouse/ 
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partner, divorced/permanently separated from spouse/partner, other (please speci-
fy). In addition, it is useful to ask about “Current living situation” (live alone, live 
with a spouse/partner, live with roommate(s), live with parents or family members, 
other) since many G/B men have families of choice and may not live with their 
romantic partner. Further, a provider who is conscious of the health disparities ex-
perienced by G/B men might include a question about “Sexual orientation” (gay, 
lesbian, heterosexual/straight, bisexual, not sure, prefer not to answer, other) on the 
intake form [6, 45]. The provider can then follow up during the visit with appropri-
ate questions about sexual activity, sexual functioning, health risks, etc. [46]. The 
goal is for G/B male patients to perceive that this is a medical practice that expects 
to see G/B people and feels comfortable with this population.

During the clinic visit, providers demonstrate a welcoming environment by be-
ing respectful and not asking questions to satisfy curiosity [43]. The presence of 
someone with a non-heterosexual sexuality is not a training opportunity. Welcom-
ing providers are aware of their attitudes and biases and strive to respond to patients 
in a positive, helpful manner. Providers demonstrate sensitivity by asking about 
sexuality and sexual health, using inclusive, non-heterosexist language, and mod-
eling their language after the patients’ [44]. That is, providers avoid gender role 
terms like “wife,” avoid highly technical language, and refer to the patient and 
the patient’s relationships with the same terms the patient uses. Lastly, welcoming, 
sensitive providers have G/B community resources (e.g., support groups) at their 
fingertips or can direct patients to Internet resources [6]. Again, the goal is for G/B 
male patients to feel that the practice is comfortable treating G/B men.

The challenges in providing appropriate care to G/B men with prostate cancer 
are numerous, but there is ample opportunity for improvement. By treating each 
individual patient with respect and sensitivity, providers can build trust and relation-
ships that enable effective care. And as with any other group of patients, the G/B 
men have needs specific to their circumstances. Being knowledgeable about what 
these needs are and how to most effectively respect the unique context will enable 
improved care.

Conclusions

Ultimately, the provider’s office can serve as a mechanism for helping PCa pa-
tients and survivors access and utilize support systems to enable emotional and 
psychological recovery and a return to pre-treatment quality of life. Providers and 
researchers should continue to investigate the particular effects of PCa diagnosis 
and therapy on G/B men. Further study will continue to provide insights valuable in 
improving health and decreasing morbidity in this community.
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Abstract The HIV/AIDS epidemic, now in its 4th decade, has seen major shifts 
in epidemiology, with survival of infected persons increasingly approximating that 
of the general population and resulting in an aging population increasingly sus-
ceptible to cancer. Furthermore, cancer, a historically important manifestation of 
HIV/AIDS, has also changed epidemiology over time, where the prevalence of the 
“non-AIDS-defining” cancers (including cancers of the lungs, liver, head and neck, 
and anus—all seen in excess among HIV-infected populations) now exceeds that 
of the AIDS-defining cancers (Kaposi sarcoma, non-Hodgkin lymphoma and cer-
vical carcinoma). As approximately 9 % of LGBT persons aged 50 or older have 
HIV infection, cancer is an important heath concern and cause of mortality in this 
demographic. This chapter will review the current epidemiology and clinical con-
siderations and treatment for HIV-associated malignancies as it pertains to LGBT 
populations.

Introduction

The HIV/AIDS epidemic, now in its 4th decade, has seen major shifts in epidemiol-
ogy leading to an aging population increasingly susceptible to cancer. The advent of 
effective combination antiretroviral therapies (cART) associated with immune sys-
tem reconstitution and improved HIV care has dramatically improved the life ex-
pectancy of infected persons. By the end of 2012, an estimated 35.3 million people 
worldwide were living with HIV infection [1].

In developed nations, HIV infection, once considered a death sentence, is now 
a chronic and treatable comorbidity in many persons living otherwise normal and 
healthy lives, even decades after infection. The improved survival of infected persons 
with a declining incidence of new infections [1] has resulted in an aging HIV popula-
tion. In high-income countries, nearly a third of adults living with HIV are over age 
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50 [2]. As a result of the changing demographics, cancer diagnoses are frequent, diag-
nosed in up to 40 % of persons with HIV infection [3]. Furthermore, malignancy has 
become an important cause of death of persons with HIV infection, noted as a cause of 
28 % of deaths in one French study [4]. And as cancer is a disease of aging, it should 
not be a surprise that cancer will continue to be a major concern in this population. 
This chapter will review the current epidemiology and clinical considerations and 
treatment for HIV-associated malignancies as it pertains to LGBT populations.

Demographics of HIV in LGBT Populations

In addition to the aging of HIV infected persons, major shifts in the demographics 
of HIV infection have also been observed since HIV emerged in the 1980s. HIV 
infection, initially seen almost exclusively in gay men and intravenous drug users 
(IDU), is no longer considered a gay men’s disease, as high-risk heterosexual trans-
mission has increased and women now make up over 50 % of the worldwide HIV 
population. In the United States, women comprise over 25 % of the nearly 900,000 
people living with diagnosed HIV infection [5].

The primary behavioral routes of HIV acquisition remain IDU and sexual in-
tercourse. Although IDU accounted for only 8 % of estimated incident HIV infec-
tions in 2011 [5], it is one of the higher risks of HIV acquisition, estimated at 63 in 
10,000 exposures. Regarding sexual transmission of HIV, receptive anal intercourse 
is associated with much higher risk (138/10,000) than receptive vaginal intercourse 
(8/10,000). The risk of HIV acquisition with insertive anal or vaginal intercourse 
is also lower, at 11 and 4 in 10,000 exposures, respectively [6]. In 2012, the FDA 
approved Truvada® (tenofovir/emtricitabine) for pre-exposure prophylaxis (PrEP) 
of HIV-negative adults with ongoing sexual activity with a partner who is HIV in-
fected or who engages in high-risk behaviors [7].

Although great efforts in the prevention of sexual transmitted diseases have his-
torically focused on gay men, the need to address this important health issue in the 
broader LGBT community has become increasingly important. An estimated 64 % 
of all newly diagnosed HIV infections in the United States in 2009 were in men who 
have sex with men (MSM) [8], a term which includes not only gay- and bisexual-
identified men but also MSM who identify as heterosexual, and which does not ade-
quately describe specific sexual practices and even less accurately accounts for trans-
gender persons. Aging with HIV infection is a particular concern in the LGBT older 
adult community. Approximately 9 % of LGBT persons aged 50 or older have HIV 
infection, with most occurring in gay or bisexual men [9]. Other LGBT populations, 
including lesbian and transgender persons, have had considerably less research focus.

HIV infection has continued to disproportionately affect minority populations. 
The Centers for Disease Control and Prevention (CDC) has estimated that among 
newly infected MSM in 2006, 46 % were white, 35 % were black and 19 % were 
Hispanic. Among women, high-risk sexual contact accounted for 80 % of new HIV 
transmissions [10], and also disproportionately affects racial minorities.



11 HIV-Associated Cancers 171

AIDS-Defining and Non-AIDS Defining Cancers

Cancers in HIV infection are generally classified in the literature as being AIDS de-
fining or non-AIDS-defining. Since 1993, the CDC definition of AIDS has includ-
ed three specific malignancies associated with immunosuppression: non-Hodgkin 
lymphoma (NHL), Kaposi sarcoma (KS) and invasive cervical cancer [11]. Under 
this definition, persons with HIV infection diagnosed with one of these malignan-
cies had AIDS, regardless of other measures of immunosuppression, including low 
CD4+ T-cell subset or prior opportunistic infection. These malignancies (particu-
larly NHL and KS) are generally associated with advanced immunosuppression 
and are termed AIDS-defining cancers (ADCs). In contrast, other malignancies are 
termed non-AIDS defining cancers (NADCs).

Early in the course of the HIV epidemic where antiretroviral therapy was either 
not available or of limited efficacy, the vast majority of malignancies in the set-
ting of HIV infection were ADCs. These malignancies were often the presenting 
symptom of patients with advanced HIV infection and were associated with dismal 
prognoses.

The widespread availability of combination antiretroviral therapy (cART) regi-
mens, generally considered post-1996 with the protease inhibitors, has led to effec-
tive, at least partial reconstitution of patient immune systems resulting in marked 
declines in ADC incidence [12], particularly for NHL and KS. Although persons 
with HIV infection remain at marked risk for ADCs, cART improves immunologic, 
virologic and clinical outcomes [13]. The Swiss HIV Cohort Study included 9429 
patients with 54,715 person-years of follow-up and evaluated cancers in the pre- 
(1985–1996), early- (1997–2001) and late- (2002–2006) cART periods; as com-
pared to the non-HIV infected population, the incidence of ADCs in the HIV-infect-
ed population progressively declined over these periods (Standardized Incidence 
Ratios [SIRs] of 136, 27.7, and 14.7, respectively) [14]. Data from United States 
AIDS and cancer registries have also noted declines in incidence of KS and NHL 
in the cART era [15].

Conversely, the improved survival among persons with HIV infection in the 
cART era has led to an aging HIV population, resulting in increased prevalence of 
NADCs to the extent that the number of NADCs diagnosed each year in the US 
now exceeds those of ADCs [16]. Some studies, including the Swiss HIV Cohort 
Study, have noted increased incidence of NADCs, which have been stable over the 
study intervals (SIRs of 2.3, 2.7, and 2.2, respectively) [14]. Although NHL re-
mains the most common malignancy in persons with HIV infection, cancers of the 
lung, liver, and head and neck, anus as well as Hodgkin lymphoma, all NADCs, are 
being seen more frequently in this aging population. Moreover, these NADCs are 
seen in excess in HIV populations in several cohort studies,  suggesting  increased 
risk. Furthermore, many of these malignancies are diagnosed at an early age, on 
average a decade and a half earlier than the general population. As a result of the 
shifting cancer epidemiology, the distinction/classification of ADCs and NADCs 
has become blurred and in several ways outdated, though the terms remain in 
widespread use [17].
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AIDS-Defining Cancers (ADCs)

Non-Hodgkin Lymphomas

Non-Hodgkin Lymphomas (NHLs) are a heterogeneous group of malignancies of 
the lymphatic system with wide variation of tumor biology and disease aggressive-
ness. Some NHL types are indolent, associated with prolonged survival, and others 
are far more aggressive. Most NHL types are sensitive to chemotherapy but differ 
in curability, often with more aggressive diseases associated with higher curative 
potential.

NHLs are the most common malignancy types in persons with HIV infection 
and are generally associated with advanced immunosuppression and low CD4+ 
cell counts, with cohort studies demonstrating risk of HIV infected persons 23- to 
353-fold that of non-immunocompromized persons [18]. The most common NHL 
types seen in HIV-infected persons are of B-cell lineage and are associated with 
aggressive course, including Burkitt lymphoma, diffuse large B-cell lymphoma and 
plasmablastic lymphoma, which can be associated with Epstein-Barr virus infec-
tion. Other NHLs associated with severe immunosuppression include primary cen-
tral nervous system (PCNS) lymphoma and primary effusion lymphoma (PEL, also 
known as body cavity lymphoma).

The overall incidence of NHL in HIV infection has declined with the widespread 
use of cART [19]. However, the incidence of lymphoma remains highest in the first 
6 months of cART initiation, possibly associated with immunosuppression that led 
to cART or to unmasking due to immune reconstitution inflammatory syndrome 
(IRIS) [20].

Despite the association of NHL with immunosuppression, patients with AIDS-
associated NHL have been able to tolerate and benefit from aggressive lymphoma 
type and stage-specific chemotherapy regimens [21]. Generally, antiretroviral ther-
apy should be initiated or modified (if already begun) at the time of diagnosis to 
control HIV infection and should be continued during the chemotherapy regimen.

Kaposi Sarcoma

Kaposi Sarcoma (KS) is a low-grade vascular tumor associated with human herpes-
virus—8 infection (HHV-8) [also known as Kaposi Sarcoma Herpesvirus, KSHV]. 
KS, a common presentation of HIV infection in the early years of the AIDS  epidemic 
often with an aggressive course, has fortunately markedly dropped in incidence in 
the cART era and in many patients has been a chronic disease. Although KS has 
been reported in all risk groups for HIV infection it has been seen most commonly 
in MSM. The incidence of KS in HIV infected men appears most strongly associ-
ated with current CD4+ cell count, and survival of KS patients has improved in the 
cART era [22]. Similar to NHL, however, the incidence seems highest immediately 
(within the first 6 months) following cART initiation, possibly related to IRIS [20].
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Although KS can affect any site of the body, cutaneous disease is most common. 
The skin lesions of KS and resulting edema and inflammation can be debilitating 
and remains an important chronic health issue with patients associated with psycho-
social distress. Combination antiretroviral therapy is recommended for all patients 
with AIDS-associated KS and may be the only therapy required for disease control 
and symptom palliation. KS is also responsive to systemic chemotherapy (generally 
liposomal doxorubicin and paclitaxel). However, the toxicities of chronic therapy 
(myelosuppression with doxorubicin, neuropathy with paclitaxel) may be limiting.

Cervical Cancer

The incidence of invasive cervical cancer and its precursor, cervical intraepithe-
lial neoplasia (CIN) is significantly higher in HIV-infected compared to uninfected 
women [23, 24]. Of note, high-grade squamous intraepithelial lesions of the cervix 
were 4–5 times higher in HIV-infected adolescents as compared to HIV-uninfected 
adolescent girls with high-risk sexual behaviors [25].

Cervical cancer, though markedly declining in incidence in the developed world, 
remains a deadly disease that can be prevented by early detection with routine Papa-
nicolaou (Pap) screening. The cause of nearly all cervical cancer is oncogenic HPV 
infection, commonly involving several high-risk genotypes (HPV types 16, 18, 31, 
33). Prophylactic administration of HPV vaccines Gardasil® (Merck, quadravalent 
vaccine against HPV types 6, 11, 16 and 18) and Cervarix® (GlaxoSmithKline, a 
vaccine against HPV types 16 and 18) has been demonstrated to prevent cervical 
cancer in the general population. These vaccines can be administered safely to HIV 
infected persons and have been advocated in the guidelines for primary care of the 
HIV-infected patient younger than age 26.

Select Non-AIDS-Defining Cancers (NADCs)

Lung Cancer

Lung cancer, the most common NADC in the cART era, is also the most com-
mon cause of cancer death in persons with HIV infection [26], similar to that in 
 populations without HIV infection, and yet is seen in 3–5 fold excess in cohort 
studies of cancer in HIV infection [19]. This increased lung cancer risk has been at-
tributed to increased smoking among HIV-infected populations, but the risk remains 
despite accounting for smoking [27, 28].

Case series of lung cancer in HIV infection have demonstrated similar histol-
ogy distributions, with adenocarcinoma and squamous cell carcinoma being most 
common, though all disease histologies, including small cell histology, have been 
represented [29, 30]. Of note, lung cancer has been diagnosed at young age, often 
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diagnosed in the fourth decade of life and has been associated with advanced stage 
at diagnosis and poor prognoses [31]. However, more recent data support detection 
of potentially surgically resectable (and therefore curable) early stage (stage I and 
II) disease [30]. Some reports have suggested that HIV-infected patients with lung 
cancer have had lower rates of stage-appropriate cancer treatment [32], suggesting 
some of the historically poor survival rates are related to treatment disparities. A 
clinical trial mounted by the AIDS Malignancy Consortium (AMC) is currently 
investigating the safety and tolerability of erlotinib, an FDA-approved lung can-
cer therapy in persons with advanced lung cancer and HIV infection (AMC-090, 
NCT02134886).

Most recently, the National Lung Screening Trial (NLST), enrolling 53,454 par-
ticipants with heavy smoking histories, has demonstrated a 20 % reduction in lung 
cancer mortality with annual low dose computed tomography (CT) scan [33]. The 
study also demonstrated a 7 % improvement in all-cause mortality, and as a result 
several health organizations are developing guidelines for screening the general 
population. The eligibility criteria for this study included persons aged 55–74 years 
with at least a 30 pack-year smoking history and who had quit within 15 years prior 
to screening. Although the NLST did not exclude persons with HIV infection, ad-
ditional evaluation in the setting of HIV infection is warranted to evaluate its utility 
and efficacy in this high-risk population.

Liver Cancer

Hepatocellular carcinoma is remains one of the most common NADCs. Etiologies 
include alcoholic and viral hepatitis, including Hepatitis B (HBV) and Hepatitis C 
(HCV) infections. HBV infections are endemic worldwide and coinfection with 
HCV and HIV is common due to similar routes of transmission. HBV prophylactic 
vaccination is preventive, and although vaccination against HCV is not currently 
available, HCV treatment can cure the infection in high rates, including in persons 
with HIV infection. Surgical procedures including orthotopic liver transplantation 
can be curative and safely performed in HIV infected patients with liver cancer 
[34]. Unresectable disease, however, is generally incurable; systemic treatment with 
sorafenib, a targeted palliative therapy approved for advanced hepatocellular carci-
noma, may be considered for these patients [35].

Head and Neck Cancer

Head and neck squamous cell carcinoma is the 5th most common malignancy 
worldwide and appears to be at 3-fold increased risk efforts in HIV infected popula-
tions. Although tobacco carcinogen exposure remains a significant risk factor for 
this malignancy, oncogenic HPV infection (specifically HPV 16) has been impli-
cated in the pathogenesis of oropharyngeal cancers (including the tonsils, base of 
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tongue, soft palate and posterior pharyngeal wall) and has been associated with 
favorable prognosis. Although head and neck cancers regardless of etiologies gen-
erally affect males, HPV-associated head and neck cancers share similar sexual risk 
associations with cervical cancers, namely multiple sexual partners (specifically 
high number of lifetime vaginal and oral sex partners) [36]. Although the viral etiol-
ogy of a subset of these cancers has made viral co-infection a tempting explanation 
for the increased risk observed in HIV-infection, preliminary investigations have 
not shown excess HPV infection in HIV-associated tumors [37, 38].

Patients with head and neck cancer often present with locoregionally advanced 
disease and are treated with curative-intent multimodality therapy (combinations of 
surgery, radiotherapy, and chemotherapy). Despite prolonged disease-free survival, 
frequent survivorship issues of patients include chronic toxicities of therapy (e.g., 
xerostomia, swallowing dysfunction, hypothyroidism) and high rates of second pri-
mary malignancies related to field effects of tobacco carcinogen  exposure.

Anal Cancer

Although anal cancer is a NADC, it is seen in over 30-fold excess in HIV infection, 
and is similar to cervical cancer in that most cases are associated with high-risk 
HPV types.

In the United States, anal squamous cell cancer incidence rates are increasing in 
both men and women, [39] and there is markedly higher incidence of high-grade 
anal intraepithelial neoplasia (AIN) in HIV-infected men, particularly affecting 
MSM [40]. For HIV-infected MSM, a recent meta-analysis of 53 studies reporting 
on anal HPV detection, AIN and anal cancer in MSM demonstrated 35.4 (95 % CI: 
32.9–37.9) pooled prevalence of HPV-16, 29.1 % (22.8–35.1) prevalence of high-
grade AIN, and anal cancer incidence of 45.9 per 100,000 (31.2–60.3) [41].

The quadravalent HPV vaccination is safe and highly immunogenic in HIV-infected 
MSM and may prevent anal cancer [42]. Baseline anal cancer screening with cytology 
may be considered for HIV-infected MSM and women with history of receptive anal 
intercourse or abnormal cervical Papanicolaou (Pap) results, and those with genital 
warts [43]. Persons with abnormal cytology and all HIV-infected patients with anorec-
tal symptoms should have high resolution anoscopy (HRA) and biopsy. Patients with 
anal cancer often present with locoregional disease and can be treated with curative-
intent. Preliminary results of a prospective study of  chemoradiotherapy for anal cancer 
in HIV infection demonstrate that patients can tolerate a therapy [44].

Hodgkin Lymphoma

Hodgkin lymphoma, a disease arising from germinal center or post-germinal center 
B-cells, though considered a NADC, is seen at 15 to 30-fold excess in HIV infection 
[45]. It has a unique cellular composition (presence of Reed-Sternberg neoplastic 
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cells in an inflammatory background) and clinicopathological features with several 
described histological types. Among patients with HIV infection, almost all cases 
of Hodgkin lymphoma are Epstein-Barr virus (EBV)-positive and have unfavorable 
histology and advanced stage disease at presentation. In contrast with aggressive 
AIDS-defining NHL, antiretroviral therapy has not reduced the incidence of this 
lymphoma. However, with use of cART and chemotherapy, 5-year survival rates 
have been reported in excess of 60 % [46].

Cancers of the Breast, Prostate, and Colon

These cancers are not known to be associated with excess risk in persons with HIV 
infection. Although these malignancies are far more prevalent in the general popu-
lation, the aging of the HIV infected population will likely result in growing preva-
lence of these malignancies as well. Current age and risk-based cancer screening 
guidelines should apply for HIV infected populations.

Cancer Etiologies

Immunosuppression

The development of cancer in HIV infection is quite similar to that of persons with 
solid tumor organ transplantation receiving chronic immunosuppressive thera-
pies and persons with impaired cell-mediated immunity. As noted above, KS and 
NHL incidence has closely followed immunologic outcomes of persons with HIV 
 infection.

Direct effects of HIV infection may have effects on varied cellular processes that 
contribute to carcinogenesis (including activation of oncogenes, inhibition of tumor 
suppressors, and alterations in cell-cycle regulation).

Viral Co-infections

Epstein Barr Virus (EBV) is associated with nasopharyngeal cancer, and among 
persons with HIV infection, both AIDS defining NHL (including plasmablastic, 
large cell and PCNS lymphomas) and Hodgkin lymphoma.

Human herpesvirus-8 (HHV-8) [also known as Kaposi Sarcoma Herpesvirus 
(KSHV)] infections are associated with KS tumors. HHV-8 is also found in the 
multicentric form of Castleman’s disease and primary effusion lymphoma (PEL), 
both of which have been associated with HIV-infection.

Human Papillomavirus (HPV) infections cause cervical cancer, anogenital (anal, 
penile and vulvar) cancers and a subset of head and neck cancers (specifically in the 
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oropharynx). As a result of T-cell deficiency, HIV infected persons may have had 
decreased clearance and persistence of oncogenic HPV infections associated with 
carcinogenesis. HPV vaccination can protect against select high-risk genotypes and 
is recommended for HIV-positive men and women age 26 and younger who have 
not been adequately immunized [47].

Chronic Hepatitis B Virus (HBV) and Hepatitis C Virus (HCV) infections are 
associated with cirrhosis and inflammation resulting in hepatocellular carcinoma. 
In persons with HIV Infection, routine hepatitis B vaccination and treatment of 
chronic hepatitis infections may prevent the development of this malignancy.

Merkel Cell Polyomavirus is associated with Merkel Cell Carcinoma, a rare 
and aggressive skin malignancy associated with HIV infection and other forms of 
 severe immunosuppression.

Tobacco Carcinogen Exposure

Tobacco carcinogen exposure is by far the most preventable cause of cancer, and 
HIV infected populations generally have higher smoking rates [48, 49]. In several 
case series, nearly all patients with HIV-associated lung cancers were smokers [31].

Other Mechanisms

Chronic inflammation has been suggested as one mechanism of carcinogenesis in 
persons with HIV infection, possibly accounting for early onset of malignancy in 
this population.

The concomitant decreased incidence of ADCs coupled with the increased 
prevalence of NADCs during the cART era has led to speculation on the car-
cinogenic potential of antiretroviral agents. Though limited in number, current 
evidence does not suggest a strong and consistent link of antiretrovirals to specific 
NADCs.

Obesity has become an increasingly understood cancer risk for breast and uterine 
malignancies and possibly others. The role of hormone exposure in transgender 
persons and cancer risk is an area needing additional cancer research, addressed in 
other chapters.

Issues Pertaining to LGBT Cancer Patients  
with HIV Infection

Research in HIV associated cancers is limited, and even more limited is evidence-
based recommendations in LGBT populations. Sexual histories are often inad-
equately obtained in routine medical care, contributing to the limited data. Even in 
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Western and developed nations where LGBT populations are openly accepted, un-
derrepresented demographic characteristics (HIV infection, LGBT identity, racial 
minorities) can contribute to health care disparities, discrimination and marginaliza-
tion of this vulnerable population [50].

Cancer Treatment Disparities

In a recent study of HIV and cancer registry data from Connecticut, Michigan and 
Texas, HIV infected persons with several types of common cancers (diffuse-large 
B-cell lymphoma, Hodgkin lymphoma, lung cancer, prostate cancer and colorectal 
cancer) were approximately 2-fold less frequently treated for their cancer than their 
HIV-uninfected counterparts [51]. Of particular concern was that the results ap-
plied also to early stage cancers with curative potential. Proposed explanations for 
treatment disparities in this population include increased comorbid burden or worse 
functional status of patients limiting treatment, or worse perceived prognosis by 
clinicians. HIV infected patients may also elect to forgo treatment due to inadequate 
knowledge of the benefits of cancer treatment or a fear of its toxicity. The results, 
though not specific to sexual orientation or gender identity (approximately half of 
HIV-infected persons in the registry were MSM), underscore the need educate both 
clinicians and the HIV-infected community on cancer screening and early and ap-
propriate cancer treatment.

HIV Testing

In 2006, the CDC recommended routine HIV testing as a component of routine 
health care for all persons, regardless of sexual orientation or gender identity [52]. 
Despite these recommendations and increased risk of several malignancies in HIV 
infection (including the ADCs and several NADCs), oncologists have not adequate-
ly performed HIV testing in their cancer patients [53]. Routine testing for HIV will 
improve the health of all persons, including those with cancer, and should contrib-
ute to reduced transmission rates.

Cancer Prevention

Although there is no consistent evidence linking antiretroviral therapy with in-
creased NADC risk, its use has been associated with marked declines in ADCs and 
therefore is an important cancer prevention measure in persons with HIV infection.

Tobacco cessation remains critical to cancer prevention in all populations. 
 Prophylactic HPV vaccination (protective against anogenital and head and neck 
malignancies) can be administered safely to HIV infected persons and has been 
advocated in the guidelines for primary care of the HIV-infected patient younger 
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than age 26. Hepatitis B vaccination and treatment of known chronic active hepati-
tis (Hepatitis B and C) infections may be protective against hepatic carcinogenesis.

Cancer Screening Recommendations

Although several major health organizations have developed guidelines for screen-
ing of average and at risk patient populations for several malignancies (including 
breast, prostate, colorectal and cervical cancers), guidelines for HIV infected popu-
lations have been lagging. As noted above, lung cancer screening with low-dose 
CT imaging has been supported by a prospective study demonstrating reduction in 
lung cancer and all cause mortality in heavy smokers. Although additional research 
is warranted, there is no reason to exclude otherwise fit HIV-infected persons from 
age-specific cancer screening.

Cancer screening guidelines are extremely limited for the HIV infected LGBT 
population. That said, the New York State Department of Health has had guidelines 
for the primary care of persons with HIV infection incorporating cancer screening 
recommendations [54] and has recently developed specific guidelines for care of 
HIV-infected transgender persons [55]. Generally, screening guidelines for the gen-
eral population should be employed for screening of breast and prostate cancers. Of 
note, appropriate screening of “birth-gender” cancers should be continued in trans-
gender persons, though additional consideration for breast cancer screening should 
be given to female to male (FtM) patients with remaining breast tissue or male to 
female (MtF) transgender patients with breast tissue who have received hormone 
therapy for at least 5 years [55]. In addition to known cancer risks associated with 
viral infections and exposure to tobacco carcinogens, the role of exogenous hor-
mone use in transgender individuals, associated with increased cancer risk for sev-
eral malignancies (breast, uterine and ovarian), and its effects during cancer therapy 
deserves additional study.

Cervical Papanicolaou (Pap) screening should be performed in all persons with a 
cervix (including lesbian and FtM transgender patients), and anal cytology may be 
considered for all HIV infected individuals. Current guidelines from the American 
College of Obstetricians and Gynecologists (ACOG) recommend cervical cancer 
screening twice in the first year of HIV infection and then annually [56]. Ablative 
treatment of precancerous, high-grade squamous intraepithelial anal lesions in per-
sons with HIV infection is the subject of a recently activated prospective national 
trial (ANCHOR study, NCT02135419).

Cancer Treatment Recommendations

Cancer treatment recommendations for HIV infected patients have similar chal-
lenges of limited evidence-based data. HIV-specific prospective clinical trial data 
is most robust for patients with NHL and KS, with studies supporting aggressive 
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 cancer treatment in all but the most immunosuppressed patients. In contrast, evi-
dence-based treatment recommendations for NADCs are very limited due to fre-
quent and often arbitrary exclusion of persons with HIV infection in cancer clinical 
trials [57, 58]. In the absence of data to suggest otherwise, HIV-infected persons 
with cancer should receive the same therapy as their HIV-uninfected counterparts; 
this position has recently been supported by the British HIV Association [59].

Continuation of antiretrovirals is generally considered safe during cancer ther-
apy and is required for effective treatment of cancers associated with advanced 
immunosuppression such as Kaposi sarcoma and AIDS-associated lymphoma. Cau-
tion is warranted to prevent worsening immunosuppression as well as potentiation 
of adverse effects of cancer therapy on other HIV-associated comorbidities (e.g., 
myelosuppression, neuropathy or renal dysfunction) or on toxicities of antiretrovi-
rals (e.g., nausea). Additionally, an awareness of potential drug-drug interactions of 
systemic cancer therapies with antiretroviral therapies is necessary. These interac-
tions may affect the metabolism of systemic cancer therapies or antiretrovirals and 
may affect the therapeutic ratio, resulting in increased drug exposure (increasing 
toxicity) or decreased exposure (decreasing therapeutic efficacy). For transgender 
persons treated with hormones, additional concerns include potential for drug-inter-
actions with antiretrovirals as well as impact of continued hormone therapy on can-
cer treatment outcomes. The AIDS Malignancy Clinical Trials Consortium (AMC) 
is actively evaluating the tolerability and efficacy of standard and novel systemic 
therapies for HIV-infected patients with cancer. Whenever possible, patients should 
be encouraged to participate in these trials.

Psychosocial Concerns of HIV-Infected LGBT Cancer Patients

Psychosocial and survivorship concerns of cancer patients have only recently re-
ceived research attention, and research data specifically in the HIV- infected LGBT 
population is sparse. However, LGBT cancer patients with HIV infection are a par-
ticularly vulnerable population due to the burden of managing both cancer and HIV 
infection, as well as being stigmatized by their sexual orientation or gender identity. 
There is therefore a need for evaluating the impact of physical and psychosocial 
concerns and the sexuality of patients on cancer treatment choices and on survivor-
ship. Given the variability in cancer diagnoses and treatments and their expected 
toxicities, as well as inadequate sexual histories obtained in routine clinical practice, 
this field should be ideally evaluated with prospective studies for specific cancers.

Of note, a recent single institution case-control study reported prostate cancer 
treatment involving 43 HIV infected patients and 86 HIV negative controls [60]. 
Although prostate cancer was largely appropriately treated in the HIV-infected pa-
tients, HIV-infected men received more radiotherapy and less radical prostatecto-
mies. Although this would have been a great opportunity to identify differences 
in treatment as well as toxicities by sexual orientation, the study was unable to 
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ascertain HIV risk factors, though the MSM frequency of HIV infected persons 
in the study region (Chicago, IL) was estimated at 70 %. Whether the choice for 
nonsurgical therapy for HIV-infected patients was patient or physician-directed is 
not known.

Summary

Despite remarkable improvements in treatment of HIV infection resulting in long-
term survival from reduction of opportunistic infections and cancers traditionally 
associated with immunodeficiency, cancer continues to be a major cause of death of 
persons with HIV infection and a growing health concern for the older adult HIV-
infected LGBT community.

Although aging will continue to account for the increased prevalence of NADCs, 
the apparent higher risk for and early onset of several malignancies in HIV-positive 
populations suggest other responsible associations. Currently understood cancer 
etiologies in this population include chronic inflammation, exposure to carcinogens 
(particularly those from tobacco), as well as chronic immunosuppression and viral 
co-infections. A growing number of malignancies (NHL, KS, cervical cancer, head 
and neck cancer, anal cancer and liver cancer) have been attributed to oncogenic 
viruses, and future research may possibly identify other associations.

The cancer epidemiology may need us to refocus cancer prevention efforts in 
HIV infected populations. Although the incidence of ADCs has markedly declined 
in the cART era, NHL remains the most frequent cancer in HIV infected persons. In 
contrast, lung cancer has become second in frequency but has now become the most 
common cause of cancer death in this population. Although great research attention 
has appropriately been focused on NHL over the decades of the HIV epidemic, lung 
cancer biology and management in this population will require increased study. 
Continued consistent antiretroviral use should be recommended. Tobacco cessation 
efforts cannot be overemphasized in this high-risk population where cancer often 
strikes in the 4th decade of life, and current cancer screening efforts for the general 
population should be applied to HIV-infection while research tests the utility of 
these interventions.

The LGBT population is at particular risk for marginalization and health dis-
parities. In addition to prevention education, prophylactic vaccination of HBV and 
HPV and when appropriate, drug prophylaxis (PrEP) of HIV infection, HIV testing 
and HIV treatment are necessary, as are targeted smoking cessation, age-specific 
cancer screening and treatment of HBV and HCV infection in primary care prac-
tice. Cultural competency programs for healthcare professionals should be devel-
oped to improve provider knowledge and competency in clinical care and address 
the treatment disparities and survivorship issues specific to this population. Only 
focused clinical research in this specific population will provide evidence-based 
recommendations.
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Abstract In this chapter we describe some of the issues LGBT cancer patients expe-
rience when they must engage with healthcare systems including providers who are 
uninformed about the terminology, partner/family issues, or health care concerns of 
LGBT individuals. We review the sparse literature about healthcare professionals’ 
education about LGBT issues and LGBT patients’ experiences with healthcare. Then 
we recommend a framework of healthcare microaggressions to describe the climate 
in which cancer care often occurs. Finally, we offer suggestions for healthcare pro-
viders working with LGBT patients to alter their individual behavior and to improve 
the healthcare system experience for their patients.

Jason is a 47 year old African American bisexual man in a relationship with Tomas, a Latino 
gay man. They have been together for 16 years and arrive at an appointment with the gas-
troenterologist to discuss Jason’s colonoscopy results. At the reception desk, Jason explains 
that Tomas is his partner and the receptionist gets flustered when she cannot find a field 
on the computer registration form to record this relationship. She announces “I have to list 
you as single.” Other patients in the waiting area are staring at Jason and Tomas after this 
exchange. When the nurse comes to the door and announces Jason’s name, they stand up 
together and the nurse says, “You can wait for your friend here, sir” to Tomas. Tomas insists 
that he is coming in with Jason, and the nurse just shrugs and leads them to an exam room. 
When the physician comes in, she introduces herself to Jason and starts talking before 
Jason can introduce Tomas. Dr. Anders never makes eye contact with Tomas as she delivers 
the news that Jason has colon cancer and starts to outline the treatment options. When she 
leaves the room, Tomas starts to cry. The nurse returns to give Jason some paperwork and 
says, “Well, you don’t have to get all emotional about it. Your friend will be fine.” Jason 
and Tomas leave the appointment in a great deal of stress about the upcoming treatment, 
and feeling demoralized by their “care” in the clinic.

A cancer diagnosis is one of the most frightening and stressful experiences anyone 
can have in a healthcare setting. For LGBT patients, this terrifying diagnosis means 
that one will have to spend precious energy surviving through intensive and on-
going contact in a potentially insensitive and culturally inappropriate setting. The 
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past ten years have brought almost unbelievable progress in legal protections for 
LGBT people and in positive societal attitudes toward LGBT individuals. However, 
disclosing personal information about gender, sexuality, and family structures to 
healthcare providers can still be fraught with stress for LGBT patients and their part-
ners/families. As the opening case study of Jason and Tomas reveals, most LGBT 
people no longer face refusals of care or overtly negative treatment, but instead, 
are challenged by more subtle discrimination and invalidations. In this chapter, 
we review the sparse literature about healthcare provider attitudes and knowledge, 
healthcare training/education about LGBT issues, and LGBT patients’ experiences 
in healthcare. Then we recommend a framework of “healthcare microaggressions” 
to explore how LGBT cancer patients may experience their ongoing care within the 
U.S. healthcare system. We end with recommendations for individual healthcare 
providers and healthcare delivery systems to improve the quality of care to LGBT 
patients and their families.

Knowledge and Attitudes of Health Care Providers

Unfortunately, healthcare professional training typically has not included much in-
formation about LGBT health issues. Research about medical and nursing curricula 
show that this content has not been a priority [1, 2] and there has even been some 
resistance in the past about the relevance of this content. The “we treat everyone the 
same” argument has often been used to justify this lack in the education of health-
care professionals, who are assumed to be impartial, all-knowing authorities [3].

Physicians

Medical school and residency education rarely contain much information about 
LGBT issues beyond HIV/AIDS. Even LGBT physicians report a lack of educa-
tion about LGBT issues. In a recent survey of LGBT physicians [4], most had not 
received education about LGBT issues in medical school (61 % had no education 
about lesbian health; 49 % had no content about gay men’s health; 78 % were not 
informed about bisexual health, and 76 % had received no training on transgender 
health). These LGBT physicians often encountered examples of discrimination and 
harassment on the workplace: 15 % had been harassed by a colleague and 22 % had 
experienced social ostracizing. They had also witnessed disparaging remarks about 
LGBT patients (65 %), discriminatory care of an LGBT patient (34 %), or disrespect 
of an LGBT patient’s partner (36 %). One study reported that students in healthcare 
professional training (medicine, physical therapy, physician assistant) heard dis-
paraging remarks about LGBT people from residents or other students (25 %) or 
faculty (7 %) [5]. Among medical students in New York City with some exposure 
to LGBT patient care, 28 % were uncomfortable addressing the patient’s healthcare 
needs and fewer than half reported screening for same-sex activity when taking a 
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sexual history; consequently, more than half never or rarely discovered a patient’s 
sexual orientation [6].

Nurses

Until recently, nursing education had a nearly total silence about LGBT issues [7]. 
In the past few years, more guidance is available about infusing the nursing curricu-
lum with LGBT content (e.g. [1, 8–11]). Older studies reported high levels of nega-
tivity about LGBT people among nurse educators [12] and nursing students [13–15] 
but more recent studies find lower rates of overt negativity among nursing students 
[16] and practicing nurses [17]. In a recent study, nurse educators [18] agreed that 
teaching nursing students about LGBT issues is very important (79 % of a sample 
of over 1000 nurse educators in the U.S.), but 72 % reported that they were not at all 
prepared to teach about LGBT issues. Unfortunately, a minority of nurses continue 
to hold negative beliefs about LGBT people [19, 20], and LGBT nurses report being 
treated differently from heterosexual nurses [21].

LGBT Patient’s Experiences in Healthcare Settings

In a qualitative study of LGBT patients in the Pacific Northwest, Rounds and col-
leagues [22] reported that participants described two qualities to be desirable in 
their primary care providers: basic knowledge of LGBT issues and good communi-
cation and interpersonal skills. These basic skills were lacking in some health care 
providers, resulting in a poorer quality of care. Patient care experiences reported 
by LGBT individuals included issues related to disclosure of sexuality and/or gen-
der, actual care given by providers, heterosexism noted on the forms and policies/
procedures, lack of recognition of partners and family, and differences related to 
the specificity of one’s identities. In addition, the importance of LGBT community 
support was often ignored. These issues are discussed below.

Disclosure

[It was important] to not be dancing around with who I am as a person and who my support 
people are. [23, p. 204]

The first issue that LGBT patients have is deciding whether, and how, to disclose 
their sexual or gender identity to a healthcare provider. There are a number of fac-
tors that predict whether someone might or might not disclose. For LGB men and 
women in one study [24], being bisexual, having a higher degree of internalized 
oppression, and having less connection to LGB communities were predictive of 
not disclosing. Gender differences were also noted. Among women, additional 
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 predictors were having a racial/ethnic minority identification, lower educational at-
tainment, and having children. Among men, further predictors were being younger, 
being born outside of the U.S., and being older when they first recognized their 
sexuality. Patients may decide to disclose or not depending on: the nature of the 
presenting problem (if acute and ongoing care involving a partner might be needed), 
if sexuality or gender are relevant to the health problem (a one-time ER visit for 
a sprained ankle is less critical for disclosure than ongoing monitoring of cancer 
treatment), behaviors of the healthcare provider and the reputation of the agency/
institution or characteristics of the healthcare provider [8].

Disclosure is not an all or none event, but an ongoing and sometimes unclear 
process. Eliason and Schope [25] reported that a convenience sample of lesbians 
and gay men from the Midwest used four different disclosure strategies. In active 
disclosure, the person directly told a provider of their sexual identity. In passive dis-
closure, the patient assumed that the provider knew because the patient had a same-
sex partner in the room or wore a t-shirt or button that declared their sexual orien-
tation. In active non-disclosure, the patient deliberately lied to the provider about 
their sexuality or relationships. A common scenario was passive non-disclosure, or 
the classic “‘don’t ask, don’t tell” situation. When healthcare providers and written 
forms do not provide any openings for the patient to disclose, patients often do not 
volunteer this information. Disclosure is important to get appropriate care, and one 
study reported that lesbians who disclosed to their healthcare providers were more 
likely to get regular care and when their physicians asked about sexual orientation, 
100 % of the respondents disclosed [26].

Clinical Care Issues

Very little research has focused on LGBT people’s experiences with cancer care. 
Dibble and Roberts [27] reported that among the 80 women in their study, the les-
bians delayed seeing a physician after being suspicious that something was wrong 
when compared to the heterosexual women. The researchers postulated that there 
may have been a failure in the relationship between the lesbian and her health care 
provider. Boehmer and Case [28] interviewed 39 sexual minority women with 
breast cancer about their experiences with healthcare providers. They reported that 
women desired providers who were competent caregivers and who had warm com-
munication styles and a patient-centered approach that included their families and 
partners. One older study [29] reported that compared to heterosexual women, les-
bians with breast cancer got more support from their partner and friends, but felt 
less satisfied with their medical care. Harding and colleagues [30] reviewed the lit-
erature about end of life and palliative care for LGBT patients and reported only 12 
articles, mostly focused on the experiences of gay and lesbian individuals, with few 
bisexual and no transgender individuals included. The evidence from these studies 
is clear and repetitive of the need for health care providers to have training in order 
to: (1) facilitate disclosure of sexual orientation; (2) determine ways to minimize 
heterosexual assumptions; (3) identify and diminish bias; and (4) promote com-

AQ1
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fort and acceptance. They also reported that providers must respect the patient’s 
wishes, include the partner in decision making, and educate themselves about the 
legal implications for same sex couples in their area when a partner is terminally 
ill. Harding et al. also noted the importance of asking about spirituality rather than 
religion. Also, many participants in these studies reported that their healthcare pro-
vider never asked them who should make medical decisions for them if they were 
unable to do so.

There is ample evidence that discrimination and poor treatment are still prob-
lems in healthcare settings. A portion of the results for the Lambda Legal Health 
Care Fairness Survey [31] are summarized in Fig. 12.1 below, showing experiences 
in healthcare settings of nearly 5000 LGBT individuals. In every case, transgender 
or gender non-conforming patients experienced more discrimination and harass-
ment than LGB patients. For example, 50 % of transgender and 30 % of LGB people 
felt that a healthcare provider had treated them differently than other patients. The 
most common problem was encountering a healthcare provider who knew nothing 
about LGBT patient care needs.

Heterosexist and Gender Normative Language and Policies

Heterosexism refers to deeply ingrained beliefs that everyone is, or should be, het-
erosexual. Gender normativity refers to beliefs that there are only two sexes, male 
and female, and that our gender derives from our sex at birth. These two belief 
systems are embedded in U.S. culture and also in healthcare institutional practices, 
from the written forms to the history-taking interviews to informal interactions with 

0% 10% 20% 30% 40% 50% 60% 70%

HCP unaware of my health needs

HCP treated me differently

Refused care

HCP used harsh language

LGB TG

Fig. 12.1.  Healthcare experiences by LGB and TG (transgender) people ( n = 4916) [Adapted from 
Lambda Legal, 2010]
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patients and their families. LGBT patients encounter these beliefs throughout their 
navigation of the healthcare system. The forms often do not allow for recording 
one’s personal sexual or gender identities, nor do they allow for identification of 
one’s partner or families. Patients have to make a decision whether to disclose at 
this point (many would prefer to wait and see how open-minded the provider seems 
to be) or to lie. Later on, a provider may discuss their health history and progress 
since the last visit, often in a rushed manner. Rarely does this process allow LGBT 
patients to raise issues of concern or allow healthcare providers to signal their ac-
ceptance of LGBT patients. If the patient does experience discrimination or mild 
harassment, does the agency have a policy that includes sexual orientation and gen-
der identity that would allow their complaints to be taken seriously? Is the health-
care provider aware of the policy?

Partners and Families

Laura is a 58 year-old single lesbian with advanced breast cancer. She is about to enter 
a hospice wing of a hospital, and requests that her social network, a circle of 5 women, 
including two ex-lovers, all be equally included in her care and able to visit at any time 
of the day or night. One of her social support system overheard a nursing assistant at the 
nurses’ station say to a colleague, “It’s not natural to have such a close relationship with 
an ex. Do you think they all sleep with each other?” One of the members of the circle was 
told by the daughter of another patient to stay away from her mother, who was “deeply 
religious” and should not have to look at gay people when she was dying.

LGBT patients may have strained relationships or even been rejected by their fami-
lies of origin, so “families of choice” become the main support for their care. Many 
LGBT patients have had experiences of partners being ignored, excluded, or treated 
badly by healthcare providers [28].

LGBT Community Support

McGregor and colleagues [32] reported that lesbians with breast cancer had greater 
distress if they had higher internalized homophobia scores. Internalized oppression 
is the result of believing negative stereotypes about one’s own group, and consists 
of shame, guilt, and fear related to one’s sexuality or gender. These negative emo-
tions are an additional source of stress that impacts wellbeing and the capacity to 
cope with challenging physical illnesses. Boehmer and coauthors [33] reported that 
women who self-identified as lesbian or bisexual had better coping strategies for 
cancer than women with same-sex partners who did not self-identify. Presumably, 
this is related to having a more supportive community if one is out and identified 
with the LGBT community. Durso and Meyer [24] also reported that those with 
stronger ties to LGB community were more likely to disclose to healthcare provid-
ers. Having the support of a community may be a significant predictor of adjustment 
and well-being for LGBT individuals (and for reducing internalized homophobia/
biphobia/transphobia).
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Sinding et al. [34] studied community support of lesbians with breast and gyne-
cologic cancers, and reported that some of their participants had the perception that 
lesbians get better support from their partners and communities than heterosexual 
women. Some, though, noted that they felt isolated and had difficulty talking openly 
about their cancer. “Cancer scares the shit out of people and they don’t know what 
to do with you” (p. 69), said one participant. Some respondents felt that lesbians’ 
involvement in the HIV/AIDS community support/care movements in the 1980s 
made them more prepared to deal with other illnesses in the community.

Many LGBT survivors do not feel welcome or understood in mainstream support 
groups, and transgender survivors have been especially challenged. Most of the few 
LGBT-specific cancer support groups across the country are in major metropolitan 
areas. Access to 24/7 online support is an important small step toward providing 
encouragement and assistance for those living with a cancer diagnosis. Recently 
the National LGBT Cancer Network received funding to set up free online support 
groups for lesbian, bisexual and transgender breast cancer survivors (See http://
cancer-network.org/support_groups_for_survivors). Another online support service 
for LGBT folks comes from The National LGBT Cancer Project (See http://lgbt-
cancer.com).

Diversity Within LGBT Communities

There is a dearth of information about LGBT people’s healthcare experiences in 
general, but particularly about experiences with cancer care. There seems to be 
more research about lesbians than any other group, but it is difficult to know if 
lesbians’ experiences are the same as gay, bisexual, or transgender people. It is 
also highly likely that there are differences among LGBT people’s experiences with 
cancer care based on age, race, ethnicity, level of education, income, geographic 
location, and many other factors as well. Differences such as these are found among 
heterosexuals and it is likely that a similar diversity exists within LGBT communi-
ties. This section offers some suggestions about the diversity of experiences that 
LGBT cancer survivors might have.

Lesbian/Bisexual Women Some authors speculate that lesbian and bisexual 
women have very different experiences, partly depending on whether they are cur-
rently partnered with men, women, or both. Research needs to consistently separate 
out individuals by their sexuality and gender to study the nuances of experience 
[35, 36]. To study the possible differences among breast cancer survivors by lesbian 
or bisexual orientation, Boehmer and colleagues [37] used Massachusetts Cancer 
Registry data to find sexual minority women with breast cancer histories, and then 
supplemented the sample by convenience sampling from across the U.S., resulting 
in 180 participants: 161 lesbian and 19 bisexual women. This study identified few 
differences by sexual identity. The bisexual women had a higher level of educa-
tion, but the groups were similar on other demographic, cancer-clinical presentation 
and treatment variables, body image, sexual functioning, and side effects of treat-
ment. There were no differences in physical or mental health outcomes. However, 



194 M. J. Eliason and S. L. Dibble

 lesbians were more likely to trust their physicians, be partnered (and have a female 
partner), live with a partner, and be open about their sexuality. Having a partner was 
associated with better physical health, and having a female partner was associated 
with better mental health. In another report from the same sample of cancer survi-
vors [38], fewer of the lesbian women treated with mastectomy chose to have breast 
reconstruction (3 % of lesbians, 15 % of heterosexual and 17 % of bisexual women), 
but more were on mood stabilizers and anti-depressant medications (40 % sexual 
minority and 21 % heterosexual). On the other hand, there was no difference in cur-
rent anxiety or depression by sexual orientation. Arena and colleagues [39] reported 
that lesbians had fewer concerns about sexuality after a breast cancer diagnosis than 
did heterosexual women, and were also less concerned about physical appearance 
changes, experienced less disruption of their sexual relationships, had less denial, 
and demonstrated more positive coping strategies. Other studies report that quality 
of life is not different for sexual minority women with cancer compared with het-
erosexual women [40, 41].

Gay/Bisexual Men Thomas and colleagues [42] interviewed 9 gay and one bisex-
ual man with prostate cancer and reported that their sexual identities were often 
wrapped up in sexual practices, so that altered sexual functioning after prostate 
cancer affected self-worth and increased performance anxiety. Most thought of 
themselves as “damaged goods,” although one participant thought that cancer was 
an opportunity to redefine his sexuality from a genital focus to a greater focus on 
intimacy. The men were generally unhappy with the communication with their urol-
ogists, who they perceived as lacking in empathy and poor at caring for emotional 
needs, but described their relationship with their primary healthcare providers as 
more satisfactory. Because of sample size limitations more research is needed to 
explore these findings. Some gay/bisexual men appear to fragment their healthcare 
by seeking sexual health care separately from primary care to avoid embarrassment, 
shame, or lack of respect from their primary care doctors [43].

Transgender Patients Healthcare providers appear to be the least prepared to deal 
with healthcare issues of transgender patients, and transgender patients may be 
the most likely to experience overt discrimination in healthcare settings [44, 45], 
although we could not find any studies particularly about cancer treatment. The fol-
lowing case study highlights some of the issues that trans women might face.

Emily is a 66 year old woman, who was born male and transitioned to a female role and 
body 25 years earlier. She has throat cancer and was hospitalized for symptom manage-
ment during radiation therapy. She became a source of deep curiosity and gossip among 
the hospital staff. Every day a different caregiver helped her with her bath, and there was 
a constant stream of housekeepers, residents, medical students, and dieticians gawking at 
her as they passed by in the hallway. No one was blatantly discriminatory or harassing to 
her, but she often heard giggles from the nurses’ station when she was escorted to therapy 
in a wheelchair. One day, she was handed her chart to hold while she was transported to the 
clinic, and she found that all the formal documents referred to her as “he” and “male.” Her 
birth name was used on many of the recent progress reports rather than her legally changed 
new name. When she pointed this out to her physician, he said “our system has no option 
for transgender.” She gently replied that she was now a woman, but the doctor said, “You 
cannot change your DNA. That is still male.”
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In conclusion, research on LGBT people’s experiences with cancer care are very 
limited, but it appears that LGBT patients and their families encounter some of the 
same types of discrimination, harassment, and even violence that they may experi-
ence in the outside world.

Healthcare Microaggressions and Cancer Care

It is no longer socially acceptable to engage in overtly discriminatory and rejecting 
ways in healthcare settings, like hospitals and clinics [46], however, a minority of 
the population, including some healthcare providers, still harbor overtly negative at-
titudes. Hate crimes based on sexual orientation and gender identity increased in the 
late 2000s whereas racial, ethnic, and religious-based hate crimes remained steady 
[47]. Some LGBT patients will continue to encounter blatant differential treatment 
such as refusals of care and inappropriate care. However, the majority will expe-
rience a more subtle form of discrimination. Sue and colleagues [48] called the 
subtle daily assaults on minority peoples “micro-aggressions.” They happen daily, 
briefly, and are covert, and people with minority identifications must learn to cope 
with these ongoing assaults to their well-being, creating a condition of daily stress 
(called minority stress). Homophobia, biphobia, transphobia, heterosexism, and 
gender normativity are so deeply imbedded in the culture that microaggressions are 
often committed by well-intentioned people, who may not be consciously aware of 
the impact of their words or behaviors. In this section, we explore how microag-
gressions manifest in healthcare settings and how they may affect LGBT cancer 
patients and their families. Nadal and coauthors [49] described three major catego-
ries of microaggressions that we will use to structure this section, and supplement 
it with examples drawn from the literature about LGBT patient experiences as well 
as research on microagressions experienced in the mental health/therapy arena [50].

Micro-assaults include name-calling and more overt discrimination. This is the 
most blatant, and perhaps intentional of the varieties of microaggressions. Exam-
ples: a nurse refuses to care for an LGBT patient, a physician during rounds refers 
to the “faggot” with colon cancer, hospital staff rotate going to a patients’ room to 
see the “freak” transgender patient, a patient’s same-sex partner is told he is not 
welcome during visiting hours or must leave during health-care decision-making 
sessions. A nurse sends a chaplain to visit with an LGBT patient because he is con-
cerned that the patient is “going to hell if she does not repent.” These behaviors are 
all denounced by hospital patient rights policies and the Joint Commissions’ charge 
for respectful quality care for all. Even though a minority of healthcare providers 
engage in these damaging behaviors, if others do not stand up and challenge them, 
they can do great damage to the reputation of a clinic, hospital, or other healthcare 
setting.

Micro-insults include rudeness, condescension, and insensitivity, and may reflect 
ignorance rather than intentional differential treatment, or may reflect discomfort 
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when working with patients/clients/coworkers who are different. Examples: not 
using the patient’s preferred name and pronouns (e.g., calling a transgender woman, 
“he”), disrespecting or ignoring a partner of a patient, or implying that one’s sexual-
ity or gender are choices. Sometimes micro-insults might be based on believing ste-
reotypes about LGBT people, such as thinking that all gay men are hypersexual or 
all older lesbians are asexual, or believing that bisexual people are confused about 
their sexuality, or that transgender people are mentally ill. A common assumption 
that many healthcare providers make is that LGBT identity is associated with dis-
ease or disorder, particularly sexually transmitted infections, or that the patient’s 
sexuality or gender identity is the root of every health problem with which the 
LGBT patient presents. Sometimes micro-insults are conveyed in body language 
rather than in overt comments or behaviors. A subtle distancing or reluctance to 
touch a patient, a hesitant tone of voice, or lack of eye contact may signal to patients 
that the healthcare provider is uncomfortable with them.

Micro-invalidations include denials of discrimination, trivializing of one’s wor-
ries about differential treatment, and dismissal of past experiences as unimportant. 
Examples: No place to record one’s same-sex partner on a form (invalidates the 
relationship); no place to record one’s sexual orientation or gender identity on a 
form or in an oral history with a healthcare provider (invalidates the importance of 
the identity); statements such as “Now that this state has legalized same-sex mar-
riage, there is no more discrimination against LGBT people,” or “How dare you 
compare your issues to racial civil rights,” or “we are here to discuss your cancer 
treatment; your sexual orientation is irrelevant.” Another example is telling victims 
of a hate crime or discrimination that they are being “too sensitive.” Some LGBT 
people have been told that their “blatant” appearance or behavior was the cause of 
the violence or discrimination. Telling someone who says, “I think I might be trans-
gender,” that they are just going through a phase invalidates the enormous courage 
it takes to reveal such personal information. Another way that healthcare providers 
might invalidate a patient’s experience is to say that their clinic or hospital is inclu-
sive because they have one openly LGBT employee.

Consequences of Microaggressions

Several studies have shown that the stress resulting from discrimination and ha-
rassment, whether overt or subtle, intentional or from well-meaning sources, affect 
both physical and mental health over time [51, 52]. They result in a perceived need 
for hyper-vigilance in healthcare settings. Dealing with visiting policies, sharing 
of information and decision-making, and just being physically located in a setting 
where one stands out, requires much energy (stigma management) from the LGBT 
patient. That degree of monitoring of one’s environment is physically and mentally 
taxing to the patient who must also deal with painful, tiring, uncomfortable cancer 
treatments. Cancer patients should not have to waste precious energy worrying how 
their partner or family is being treated.
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Recommendations

Individual Healthcare Providers

In one study a transgender man [53] described what health care providers need to 
do: “you need to prepare yourself for different types of people walking in your of-
fice” and “the last thing I wanted was to be a training case for a practitioner who has 
never provided care for a transgender person before” (p. 26). Vulnerable patients 
who are dealing with their own mortality should not be placed in the role of primary 
educator for their healthcare providers. There are many resources available now 
for healthcare provider education, as shown in Tables 12.1 and 12.2. Reygan and 
D’Alton [54] reported on a brief (50 min) training for healthcare providers who 
were involved with oncology and palliative care, and showed that even this brief in-
troduction to terminology, healthcare issues, and oncology/palliative care issues of 
LGB patients resulted in significant shifts in comfort with terminology, confidence 
in providing LGB care, and increased knowledge. Perhaps the most important 
things that healthcare providers can do is to (1) examine their own belief systems 
and consider how they might impact their patients; (2) inquire compassionately 
about sexual and gender identities and family structures as part of comprehensive 

Table 12.1  Web-based resources for educating healthcare providers about LGBT care
Centers for Disease Control and Prevention http://www.cdc.gov/lgbthealth/
Eliason MJ, Dibble SL, DeJoseph JF, Chinn LGBTQ cultures: What health care profes-

sionals need to know and sexual and gender 
diversity. 2009. Available at http://www.nurs-
ingcenter.com/lnc/static?pageid=928987

Fenway Health http://www.fenwayhealth.org
Gay & Lesbian Medical Association 
(GLMA)

Guidelines for care of lesbian, gay, bisexual, 
and transgender patients. Available at http://
www.glma.org/_data/n_0001/resources/live/
GLMA%20guidelines%202006%20FINAL.pdf

Joint Commission Advancing effective communication cultural 
competence and patient-and family-centered 
care for the lesbian, gay, bisexual, and trans-
gender (LGBT) community: A field guide. 
November 8, 2011. Available at http://www.
jointcommission.org/lgbt/

Lavender health—LGBTQ Resource Center http://lavenderhealth.org/education/prepa-
ration/. This site has an LGBT 101 health 
powerpoint and a list of case studies and other 
classroom or continuing education discussion 
questions and activities

World Professional Association for Trans-
gender Health

http://www.wpath.org

http://www.glma.org/_data/n_0001/resources/live/GLMA%20guidelines%202006%20FINAL.pdf
http://www.glma.org/_data/n_0001/resources/live/GLMA%20guidelines%202006%20FINAL.pdf
http://www.glma.org/_data/n_0001/resources/live/GLMA%20guidelines%202006%20FINAL.pdf
http://www.jointcommission.org/lgbt/
http://www.jointcommission.org/lgbt/
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patient-centered care; (3) do not make assumptions that sexual or gender identities 
are related to any specific health or sexual behaviors; and (4) learn how to take a 
sexual history without judgment or discomfort. Some issues that need to be ad-
dressed in a sexual history include sexual and gender identities, sexual abuse histo-
ry, contraception when necessary, current and history of risky sexual activities, and 
current concerns about sexual functioning. If recreational drugs have been linked 
with sexual activities, this is important to consider, as it may affect pharmacological 
treatments and may require treatment for both the sexual and drug dependence. For 
those who are hesitant about taking a full sexual history, a simple question/comment 
such as “Many patients undergoing cancer treatment (or some specific treatment) 
have questions about how this might affect their sexual lives or relationships with 
partners. Do you have any concerns about this that we should discuss?” For more 
guidance on sexual history taking, see the CDC (http://www.cdc.gov/STD/treat-
ment/SexualHistory.pdf).

During a physical assessment, it is important for healthcare providers to tell pa-
tients what they are going to do before they start doing it. It is important to let 
patients know that if they feel uncomfortable, the provider will stop. In particular, 
touching a patient near the genitals or breasts, can be stressful and traumatic. Be-
ing careful about talking through what will happen in the physical exam and why 
will be helpful for many patients, including any who have experienced any kind of 
sexual abuse or traumas related to the body.

Education of Healthcare Professionals

Currently, healthcare education contains little information about LGBT patient care. 
Most of the research to date has urged that more content be infused into medi-
cal and allied health professional programs, but until certification or licensing ex-
ams include this content, it is a hard sell. Oncology residency programs and other 

Table 12.2  Recent books for educating healthcare providers about LGBT care
American College of Physicians (ACP): The Fenway guide to lesbian, gay, bisexual, and 
transgender health. Philadelphia: ACP, 2008
Dibble SL, Robertson PA. (Eds.) Lesbian health 101: A clinician’s guide. San Francisco: UCSF 
Nursing Press, 2010
Institute of Medicine: The health of lesbian, gay, bisexual, and transgender people: Building a 
foundation for better understanding. Washington, DC: National Academies Press, 2011
Meyer IH, Northridge ME. (Eds.) The health of sexual minorities: Public health perspectives 
on lesbian, gay, bisexual and transgender populations. New York: Springer Science + Business 
Media, 2010
Substance Abuse and Mental Health Services Administration. Top health issues for LGBT 
populations information & resource kit. HHS Publication No. (SMA) 12–4684. Rockville, 
MD: Substance Abuse and Mental Health Services Administration, 2012
Witten TM, Eyler AE (Eds). Lesbian, gay, bisexual, and transgender aging: Research and clini-
cal perspectives. Baltimore: Johns Hopkins University Press, 2012
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 specialty training also needs content on LGBT healthcare as part of a larger cultural 
sensitivity emphasis. Ways to shift the climate in educational programs from one 
where LGBT students and faculty are at best invisible and at worst, discriminated 
against, to one that is welcoming and inclusive, will require changes in curricula, 
hiring and retention practices, employee benefits and rights, student rights, and 
other policies and institutional activities [55]. In many programs, LGBT-related 
research is not encouraged or valued in the ways that other forms of diversity are 
accepted. Highlighting the work of LGBT health scholars and mentoring students to 
do LGBT health research are critical for preparing the next generation of educators 
and clinicians. Snowden [55] suggests many concrete ways to improve the climate 
for LGBT students and employees in health professional schools.

Healthcare Delivery Systems

There are now several guides to transforming healthcare systems to become wel-
coming and inclusive of LGBT patients and communities. The Joint Commission’s 
[56] field guide offers concrete suggestions for changing written forms and data 
collection systems, modifying policies and procedures, and educating healthcare 
providers. The Health Equality Index (HEI) from the Human Rights Campaign [57] 
also highlights how hospitals and clinics across the U.S. are addressing equity for 
their LGBT patients. In the latest version of the HEI available at this writing (2013), 
718 healthcare facilities had participated in the project. Their “Core Four” criteria 
include:

•  Patient non-discrimination policy includes sexual orientation and gender iden-
tity; and the policy is readily accessible to patients

•  Visitation policies grant  equal  rights  to LGBT patients and  their visitors  (and 
broaden definitions of family)

•  Employment nondiscrimination policies  include sexual orientation and gender 
identity

•  Training on LGBT patient-centered care is provided to key staff members (we 
propose that all staff members with patient contact have basic training and key 
clinical staff members receive more advanced training).

In conclusion, LGBT patients with cancer face some of the same trials and tribu-
lations in healthcare settings and in interaction with healthcare providers as they 
experience in the outside world. However in the outside world, patients might not 
have to repeatedly subject themselves to these challenging interactions. These expe-
riences of overt discrimination and more subtle microaggressions are the source of a 
great deal of stress. This stress could be vastly reduced by simple changes in health-
care delivery structures, such as prominently displaying and enforcing nondiscrimi-
nation policies, and by training in cultural sensitivity for all healthcare providers 
and support staff. All patients deserve the right to focus their energy on healing and 
coping with challenges presented by a cancer diagnosis, not defending themselves 
from a hostile or uninformed provider or system of care.
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Abstract Lesbian, gay, bisexual, and transgender (LGBT) cancer survivors in the 
United States have unique needs that may go unaddressed in cancer care. Many of 
these needs center around deciding whether or not to disclose LGBT identity and 
how to include diverse supportive others in the medical decision making and treat-
ment experience. Others arise from disparities that impact the LGBT community 
at large and that may be further complicated by a diagnosis of cancer. In this chap-
ter, we outline several specific needs, including: acceptance of identity disclosure, 
respect for unique social support systems, understanding of LGBT sexuality, and 
reduction of gender expectations. We underscore these needs by including quotes 
from LGBT survivors describing their experiences receiving a cancer diagnosis and 
seeking cancer treatment. We also discuss tailored and LGBT-friendly support ser-
vices, cultural competence in providing cancer care, and interventions to address 
specific disparities that impact LGBT survivors. We close with recommendations 
for future service development and research.

Introduction

Between 420,000 and 1,000,000 lesbian, gay, bisexual, and transgender (LGBT) 
cancer survivors are estimated to live in the United States [1, 2]. LGBT survivors 
are comparable in number to other subgroups of cancer survivors that have been the 
target of specific research and clinical attention, [3, 4] and yet they have remained 
invisible in psychosocial cancer research and in oncology clinics for decades [5]. 
National databases and epidemiological surveys do not routinely collect informa-
tion on sexual orientation and gender identity, and assessments of cancer survivors’ 
needs have remained relatively mute on the specific needs of LGBT survivors [6].
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In this chapter we will outline what little research exists on the needs of LGBT 
survivors. We will also summarize existing services aimed at addressing these 
needs, and provide suggestions and recommendations for tailoring future services 
to this underserved and underrepresented population. Throughout, we will examine 
findings about the LGBT population in general through the lens of cancer survivor-
ship, theorizing ways in which needs of the LGBT community broadly may mani-
fest in the specific context of cancer survivorship.

We will also interweave findings from a qualitative study of LGBT cancer sur-
vivors into our discussion. The study’s principal investigator, Marilyn Smith-Ston-
er from California State University San Bernardino, worked with Liz Margolies, 
LCSW, the Executive Director of the National LGBT Cancer Network. A total of 
311 self-identified lesbian, gay, bisexual, or transgender cancer survivors (with a 
range of cancer types) participated in the study. Data are included below from quali-
tative responses to two open ended survey questions: “If you were to give a class to 
healthcare workers, focused on cancer care, what would you tell them about being 
LGBT and being diagnosed with cancer?” and “Is there anything else you’d like us 
to know about your experience of cancer?” [7, 8]. We will move from the needs of 
survivors generally, to the needs of LGBT survivors as a group, to the experiences 
of specific survivors to frame this issue.

Overarching Needs of LGBT Survivors

Receiving a diagnosis of cancer is a frightening and stressful experience [9]. The 
process of seeking cancer treatment and supportive care only compounds this stress. 
Cancer survivors are bombarded with clinical data and clinical options, asked to 
make complex medical decisions, and confronted with myriad uncertainties and 
unanswered questions. Their loved ones and care partners also experience consider-
able stress as they (often invisibly) support the cancer survivor through treatment 
and its side effects and into long-term survivorship [10].

The cancer experience takes a toll not only on the patient’s physical body, but 
on mental health as well. Almost all patients experience some distress and between 
15 and 40 % of cancer patients will develop clinical anxiety and/or depression 
[11]. Distress and clinical anxiety and depression may persist for years post di-
agnosis [12]. The risk for distress is less related to cancer type than to psychoso-
cial factors, such as being younger, non-white, female and/or having a history of 
depression [13].

How, then, is the experience of cancer survivorship similar or different for LGBT 
survivors and their partners? The NCI website does not list sexual orientation or 
gender identity in their inventory of factors that affect coping, but identifies mul-
tiple conditions that are more prevalent and problematic in this population, such 
as “whether the patient is able to get into treatment,” “the number of stressful life 
events the patient has had in the last year,” and “whether the patient gets support 
from friends and family.” As a group, LGBT people are less likely to have adequate 
health insurance, [14] more likely to have experienced stressful discrimination 
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based on their gender identity and/or sexual orientation, [15] and more likely to be 
alienated from their families of origin [16].

For many LGBT cancer survivors, therefore, the stress inherent in cancer di-
agnosis and treatment is greatly magnified by pre-existing disparities. Disparate 
factors can result in increased distress among LGBT survivors over the course of 
treatment, as well, and critical questions about treatment options and recovery may 
be followed immediately by concerns about social stigma. While every new patient 
wonders “Will I survive this?” LGBT patients may also experience concerns about 
their safety, such as, “Can I come out to my doctor?”, “Will I be treated differently 
if I do?” ,“Will my chosen family be welcome?” and “Will I be offered the informa-
tion I need to know to take care of my relationship, my sexuality, my fertility, and 
my family?” LGBT survivors face potential discrimination within the healthcare 
system. Their questions about sexual side effects may be left unanswered due to 
discomfort, lack of knowledge, or lack of cultural competence on the part of pro-
viders. Their families of choice may be invisible or unwelcome. This latter issue is 
particularly problematic, as multiple studies that examined quality of life (QOL) af-
ter a breast cancer diagnosis found a relationship between social support and mental 
health [17–24]. Taken together, these factors make navigation of the cancer experi-
ence considerably more challenging for LGBT survivors and their care partners 
than for their heterosexual counterparts.

We discuss below the unique facets of LGBT survivorship, including issues of 
disclosure, differences in social support systems, sexuality concerns, and the impact 
of cancer on gender identity. Providers and social service organizations need to be 
aware of these needs and skilled in addressing them in order to deliver quality care.

Acceptance of Identity Disclosure

One potential need of LGBT cancer survivors is the need to disclose their LGBT 
identities to providers. Research on LGBT patients seeking medical treatment in gen-
eral has highlighted the difficulty many LGBT persons experience in disclosing their 
identity [25]. Studies have also shown that disclosure of identity, and acceptance of 
this disclosure on the part of the medical care team, is linked with better health out-
comes on the part of the patient. While little research has examined this issue in the 
context of cancer care, the need to and importance of disclosing is likely to apply to 
oncology and supportive care clinics as well. A participant in the internet-based study 
perhaps put it best by saying, “Healthcare providers also need to be aware that ho-
mophobia and the closet are the biggest obstacles to LGBT healthcare. Many [LGBT 
patients] don’t go because of homophobia they’ve experienced from doctors, or they 
don’t get the proper care because they can’t disclose that they’re LGBT (which might 
figure into a diagnosis). A healthcare provider should be a safe space for everyone, 
because healthcare is so important to individual and community health.”

Why is identity disclosure so critical to LGBT patients? The answer to this ques-
tion is rooted in the concept of “patient centered care.” An increasing body of re-
search on patient centered care suggests that patients’ assessment of the quality of 
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their own healthcare is more predictive of health outcomes than provider ratings or 
blood work or scans [26]. Patients who are the most satisfied with their healthcare 
tend to stay healthier. In this model, how patients feel about medical decisions, as 
well as a perception of equitable treatment by providers, blends together to create 
the best possible health outcomes. The patient centered care model suggests that 
cancer survivors will have better health outcomes when they can bring their whole 
selves to treatment, rather than having to hide their sexual orientation and gender 
identity.

LGBT patients must repeatedly weigh the benefits of disclosure with the risks of 
coming out, as this is not a one-time activity. Cancer care involves dozens of health 
and social service providers, from oncologists to phlebotomists, MRI technicians, 
clerical staff, nurses and social workers. Patients will have to decide multiple times 
whether it feels safe to disclose themselves and their partners. Having a potentially 
life threatening illness, coupled with limited provider options, makes the stakes 
even higher, thereby dramatically increasing the vulnerability and cancer stress for 
most LGBT patients. As a result, in the internet-based study described above, some 
people who were out in the rest of their lives chose to stay in the closet during 
cancer treatment, leaving their partners completely out of the hospital and doctors’ 
offices. In many cases, concern may be warranted. Some patients have reported 
homophobic or transphobic responses from their providers. If possible, when con-
fronted with these responses, they changed doctors.

Most patients are treated in medical centers near their homes and many do not 
have a choice in their healthcare team, either because of limited/no insurance or be-
cause there is only one cancer treatment center within driving distance. Sometimes, 
the only option is a hospital or clinic with a reputation for discrimination against 
LGBT patients. Safety is not guaranteed and few facilities, either private or public, 
make a point of broadcasting their welcome to LGBT people. Perceived safety is a 
guiding light for many LGBT people, and in navigating cancer care, that light may 
be difficult to find.

As one survivor stated, “Although my doctor knew all about me, each encounter 
with new people—with blood draws, ultrasound, breast x-ray, etc.—had the basic 
anxiety of the procedure and layered on to that, the possibility of homophobia and 
having to watch out for myself.”

Another wrote, “My partner did not come to the hospital because the only good 
hospital around was a Catholic hospital and I didn’t want my treatment compro-
mised by them finding out about my ‘sinful lifestyle’. An anti-gay surgeon could 
easily ‘accidentally’ miss one of the many small lesions of the cancer or not take 
out an infected lymph node. An anti-gay nurse could take longer to give pain medi-
cine. Being discovered as a lesbian in a Catholic hospital can be lethal when having 
cancer.”

A transgender man added, “My oncologist, who, still, after almost 2 years of see-
ing him every 3 months, continues to refuse to understand what being transgender 
means. I have an incredibly difficult and uncomfortable relationship with this doc-
tor and no way to get out of it. The lack of respect for me is unbelievable.”
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A positive story: “I was lucky and had a very positive experience. My partner 
was involved in every aspect of my care and wasn’t treated any differently, nor was 
she excluded from any decisions or information that was given to me.”

As these quotes highlight, the decision about whether or not to disclose identity 
to providers is primary for LGBT survivors. Disclosure can directly affect the care 
they receive and, equally importantly, their perception of that care. LGBT survivors 
need a cancer care environment that invites disclosure of identity and promotes ac-
ceptance of disclosures when they are offered.

Respect for Unique Social Support Systems

As stated earlier, support systems are a critical aspect of cancer treatment and can 
have a profound impact on recovery and health outcomes. While many cancer pa-
tients rely on their family for support, it is not uncommon for LGBT people to be 
alienated from their family of origin because of their gender identity and/or sexual 
orientation [27]. LGBT support teams may therefore differ from the mainstream 
and may be invisible to healthcare providers who do not know how to ask about or 
recognize the importance of key players. These supportive others, crucial for heal-
ing, may be inadvertently excluded from providing care or assisting with medical 
decision making. Rather than, or in addition to, family members, LGBT people may 
rely on their partner (who may be a legal stranger in the eyes of 39 states in the US), 
their ex-lovers, and their friends to provide support [28]. To underscore this point, in 
the internet-based survey, 77 % of the LGBT respondents reported that friends were 
a part of their personal and emotional support system during cancer diagnosis and 
treatment. This was higher than the percentage reporting that their partner (62 %) or 
their parents (40 %) and siblings (40 %) were part of their support system. By con-
trast, heterosexual and cisgender cancer patients are most likely to name a spouse as 
their primary source of personal and emotional support [29, 30].

Acknowledgement and welcome of these diverse care partners is a need, not 
only of the LGBT cancer survivor, but of the care partner. In general, care partners 
of cancer survivors tend to experience distress and burden, [30, 31] and this stress 
may be exacerbated by lack of acknowledgement by the cancer care team. Includ-
ing diverse care partners in the sharing of clinical data and the making of medical 
decisions can improve outcomes for LGBT survivors and care partners alike. While 
no studies have specifically examined the needs of LGBT survivors’ care partners, 
research on the LGBT community in macrocosm has shown that support is just as 
important to LGBT adults as it is to heterosexual and cisgender adults, if not more 
so [32]. Social policies that overtly refuse to acknowledge LGBT support systems 
and relationships have a negative impact on the health and wellbeing of LGBT per-
sons [33]. These same trends are undoubtedly replicated, and perhaps magnified, in 
the microcosm of the cancer clinic.

As one survivor wrote, “My lover at the time and my ex bonded together to 
support me for over 2 years. My friends and community and doctors wrapped them-
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selves around me.” A gay man concurred: “My partner IS MY FAMILY and when 
they treat him as such my outcomes are much better. He is my advocate and can 
remember everything I can’t. Good outcomes depend on his involvement as does 
my emotional well being.” By contrast, a lesbian survivor added, “She (my partner) 
was generally welcomed but treated as a ‘friend’ not a ‘spouse’ and care-taker. She 
was never really offered emotional support by the treatment team as I noted other 
(straight) patient’s partners and care-givers were. She was never offered access to 
caregiver’s supports or resources.”

A transgender survivor told us, “My support system, many of whom are trans 
and gender variant people, were made to feel very uncomfortable by my doctors and 
medical staff due to disregard for pronoun use, sideways glances, and overall awk-
ward responses. My friends comprised my entire support system and were critical 
to my care. The reluctance to respectfully interact and, in some cases, communicate 
clearly with my friends was extraordinarily difficult for me and lead to much added 
stress. I already felt so alone without my family.”

Acceptance, welcoming, and respect for these diverse care partners is a strong 
need of LGBT survivors. In addition, few services are tailored to the needs of di-
verse care partners. Same sex partners may feel excluded from support groups and 
other services that include primarily spouses of cancer survivors. Friends or ex-part-
ners, similarly, may feel they do not belong in such settings. Couples services that 
target married heterosexual couples may not be able to address the needs of same-
sex couples. There is a need for additional services for these diverse care partners.

Understanding of LGBT Sexuality

Cancer treatment, including surgery, radiation and chemotherapy, has an impact on 
both sexual functioning and interest. Unfortunately, healthcare providers have little 
training and often less comfort in addressing the sexual concerns of their patients 
[34]. Printed educational materials may be offered instead of frank discussion. Most 
of these booklets assume marriage and heterosexuality, though this trend is begin-
ning to change and the word “partner” is being used more often in printed and on-
line documents. LGBT sexuality is not identical to heterosexual sexuality, however. 
A simple change in partner pronoun fails to capture this complexity. Many LGBT 
people engage in sexual practices that may not be addressed in printed materials 
and may be beyond the scope of knowledge or comfort of oncology medical and 
social service providers. For example, prostate cancer treatment often compromises 
erectile functioning and healthcare providers may be competent in discussing the 
options for vaginal penetration post treatment [35]. But a gay survivor may not be 
able to find information about anal penetration, which requires a firmer erection, 
even if he is willing to be out to his provider and ask direct questions [36]. Similarly, 
the gay survivor who engages in receptive anal intercourse needs specific informa-
tion about his options.
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As a survivor told us, “I think we might be able to discuss more openly how 
sex and sensuality can be an important part of coping/healing/recovery processes. 
I thought this aspect was underplayed and even stigmatized in most environments, 
but to me it was one of the reasons I fought to survive.” Another, however, said, 
“Luckily my radiologist could talk about how the treatment might affect my sex life 
and used terms and concepts that indicated an understanding of gay men’s sexual 
behavior (for example he asked who was the top and who was the bottom etc).”

The need here is twofold. On the one hand, healthcare providers must be will-
ing and able to discuss sexuality post-cancer without falling back on heterosexual 
assumptions. This will require first that providers feel comfortable discussing pa-
tients’ and survivors’ sex lives, and second, that they know their patients’ sexual and 
gender identities. In addition, healthcare providers must possess information about 
LGBT sexuality that they can impart to patients and survivors. This will require 
more research, better guidelines, and diverse materials that can be offered to LGBT 
patients and survivors concerned about the sexual side effects of treatment.

Information About Cancer’s Impact on Fertility and Families

Younger LGBT cancer patients are concerned, as most patients of childbearing age 
are, about the impact of treatment on their fertility. Reliable information about this 
topic is seldom conveyed to survivors of any sexuality. The information that is 
available, whether through printed materials, oncology social workers, or doctors, 
often assumes that childbearing will only be a concern for legally married, hetero-
sexual patients. When they are out to their providers, it is often assumed that LGBT 
survivors will, therefore, not want fertility information, even though LGBT people 
often use alternative forms of insemination and surrogacy. A lesbian, for example, 
may want to freeze her eggs. One survivor said it clearly: “Please offer us fertility 
options.”

Reduction of Gender Expectations in Cancer Care

Cancer care contains many unexamined gender expectations and these can be off-
putting to LGBT people, especially for those who are gender nonconforming. This 
is seen most often in breast cancer treatment settings, where the expectation remains 
strong that a survivor will elect to have breast reconstruction after a mastectomy 
[37]. Many lesbians have had to repeatedly explain their decision to not do so, 
which can lead to additional stress in an already difficult time [38]. Some transgen-
der men with breast cancer have used the disease as an opportunity to have gender-
confirming surgeries, but may also confront questioning of their decision to have 
male, rather than female, chest reconstruction by their surgeons and care providers.

Also in the context of breast cancer, pink ribbons and pink paraphernalia may not 
be viewed as healing by lesbian, bisexual, and gender nonconforming patients, but 
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as one more instance of forced femininity. It may leave such patients feeling that the 
structures that exist to support patients with breast cancer are not welcoming of their 
sexual and gender identities. For transgender men with breast cancer, this “pinking” 
is particularly painful and alienating.

The metaphor of cancer as a battle and the patient as a warrior may be viewed 
as unhelpful by many men, who may feel pressured to adopt masculine roles of 
stoicism and emotional guardedness as a result [39]. This metaphor may seem par-
ticularly off-putting to gay men, for whom traditionally masculine gender roles may 
feel irrelevant. Gay men who do seek to discuss their emotional concerns or ask for 
help dealing with psychological distress may have their needs dismissed due to the 
gender expectation that men “tough it out” and do not disclose vulnerability and 
“softer” emotions.

As one survivor told us: “I really resented assumptions about my priorities. 
There’s a hell of a lot of emphasis in the breast cancer awareness movement and 
in group oncology practices about helping women look stereotypically feminine. I 
personally have no interest in breast reconstruction, and it irked me that I was auto-
matically referred to a plastic surgeon at the time of my mastectomy. It irked me that 
reconstruction was so pushed in the patient ed materials…” A trans survivor said: 
“Well, I had one positive thing happen to me because of my breast cancer experi-
ence. To wit, I was given a total, bilateral mastectomy with male chest reconstruc-
tion as a part of my treatment. This was definitely a silver lining and if you can avail 
your patient of something positive that can come from [this] situation, be sure to 
make every effort to do so. It meant the world to me.”

Gender expectations are deeply engrained in American society, and these soci-
etal expectations are perpetuated in cancer care. LGBT survivors have a need to feel 
welcomed and not to feel alienated by overt gendering of care; to the extent that 
gender expectations can be reduced in cancer clinics, LGBT survivors will feel both 
more accepted and more comfortable.

Needs Within Specific Cancer Types

The needs of breast and prostate cancer survivors have been perhaps better de-
scribed than those of other cancer survivors in both heterosexual and LGBT popu-
lations [40]. While LGBT survivors of all types of cancer would benefit from the 
opportunity to disclose, support for care partners, sexuality information and reduced 
gender expectations, specific needs may emerge in the context of certain cancer 
types. Below, in the absence of research on diverse cancer diagnosis groups, we 
speculate on the form these needs might take.

Lung Cancer Rates of lung cancer are increasing among certain LGBT subgroups, 
particularly gay and bisexual men who are living with HIV [41, 42]. Unfortunately, 
the lack of data from large national databases, such as the SEER registry, restricts 
our ability to estimate prevalence rates for lung cancer among LGBT adults outside 
of the context of HIV. However, higher prevalence of lung cancer is likely due 
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to high rates of tobacco use in the LGBT community, [43] as discussed earlier in 
this book. LGBT cancer survivors may also be more likely to continue smoking 
post-cancer diagnosis than their heterosexual counterparts [44]. There is a need for 
culturally competent tobacco cessation treatment tailored to LGBT persons and to 
LGBT cancer survivors in particular [45]. Such treatments may mobilize support 
networks to aid the cancer survivor in quitting smoking, [46] and may use the teach-
able moment of cancer diagnosis with an LGBT-centric framework to guide the 
intervention.

Lymphoma and Blood Cancers Lymphomas are often co-morbid with HIV, and so 
the experience of HIV in the LGBT community has directly influenced the experi-
ence of this cancer type [47, 48]. In the internet-based survey, one patient with 
lymphoma reported, “I have told everyone about my cancer that was diagnosed last 
year but I still haven't told anyone other than my husband about my HIV diagnosis 
from 7 years ago. I am almost grateful for the cancer to allow me to be at least a little 
more open and honest about my health without actually disclosing my HIV status.” 
Another patient reported, “I now do presentations in regards to Cancer and HIV, 
since I have been living with HIV for over 27 years.” Whether patients were open 
about their HIV status or not, living with HIV shaped their experience of cancer.

Support and Intervention for LGBT Cancer Survivors and 
Care Partners

Given the lack of research attention paid to LGBT survivors, it is not surprising that 
few interventions and support services have been designed to address the specific 
and additional needs of LGBT survivors [49]. The tacit assumption has been, and 
continues to be, that sexual orientation and gender identity do not play a role in 
treatment and supportive care for cancer. Many LGBT patients may also feel that 
their LGBT identity has little bearing on cancer care. As one patient from the online 
study put it, “I don’t think being labeled as LGBT helped or hindered…we are all 
human beings first.” Another said, “I don’t feel as if I’ve been denigrated because 
I’m LGBT or even that it was an issue before, during, or after my diagnosis,” and a 
third added, “The environment in which I received my care was extremely hetero-
normative. I never would have felt comfortable enough to be out at that time. Also, I 
was fighting for my life, so sexual orientation didn’t seem so important at the time.” 
Support groups typically operate under this assumption and use a one-size-fits-all 
model, thereby attempting to parse messages to a common denominator and intro-
duce topics that will be of relevance to all survivors with a specific cancer type or 
stage on the cancer continuum, regardless of sexual and gender identity.

However, a growing body of knowledge indicates that LGBT identity does affect 
cancer care [50–53]. The majority of LGBT survivors echo this perspective, saying, 
for example, “As an alone, aging senior, I am also dealing with fear of rejection by 
being “out” even though I was very “out” when younger and in a partnership. There 
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is a big part of the “cancer” experience that never gets shared with the care givers 
or service providers when you are not comfortable letting them know who you re-
ally are!” and “I can say I have had mixed experiences going through cancer as a 
lesbian, compared to my original diagnosis when straight.” One participant stated, 
“My LGBT status… as someone who is not quite cis-gender and who is definitely 
without a doubt QUEER… doesn’t really affect much in terms of my attitude and 
my experience,” but then went on to add, “Another strange thing is that it is RE-
ALLY HARD to find information about getting very small implants or implants 
appropriate for a male appearing chest. So, in this regard, I guess that my LGBT 
status comes to play… because everything is centered on this society’s “ideal” 
breast size.” Even LGBT survivors who might initially perceive their identity as 
unimportant to their cancer care can think of ways in which the system of care was 
not responsive to their particular needs. Below, we offer reflections on the types of 
services that currently exist, and how they meet or do not meet the needs of LGBT 
survivors outlined above. We also provide recommendations for increasing support 
services for LGBT survivors at the clinic level.

Advantages and Disadvantages of Mainstream Support 
Groups and Services

Given the stress and psychological distress experienced and reported by LGBT can-
cer survivors, providers are likely to refer these survivors to support groups or other 
supportive services. Research suggests that support groups and services can posi-
tively impact quality of life and influence health outcomes in individuals with can-
cer [54]. However, services provided must be perceived as supportive by those who 
access them [55]. Given the lack of attention paid to LGBT-specific issues, LGBT 
survivors are likely to be referred to general groups of survivors. These groups and 
services are likely to be unresponsive to the six LGBT-specific needs discussed 
above, and may therefore be of limited use to LGBT survivors.

There is limited empirical data on the experience of LGBT cancer survivors 
seeking supportive services. One study of lesbian/bisexual breast cancer survivors 
found that they were more likely to have had histories of discrimination, but that 
they were also more likely to have attended a cancer support group or mental health 
counseling [56]. In the LGBT community more broadly, 99 % of therapy providers 
report seeing an LGBT client in their practice, [57] and gay men have been shown 
to be more likely than heterosexual men to seek care for psychological distress [58]. 
If LGBT individuals are seeking supportive services more often than their hetero-
sexual counterparts, and if this tendency continues in the context of cancer care, are 
they able to find culturally competent service providers who also understand the 
needs of cancer survivors and who welcome them into treatment?

Extant research findings are inconsistent. In general, LGBT persons who have 
sought supportive services in the community do appear to benefit from these servic-
es [59, 60]. However, the current model of social support groups for cancer patients 
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and survivors is not always welcoming to LGBT survivors. Lesbian, gay, bisexual, 
transgender and gender nonconforming survivors may find that they are the only 
member of the group with their specific identity and set of concerns, and most fa-
cilitators have not received LGBT cultural competence training [61]. For example, 
the language of “husbands” in breast cancer support groups and the talk about vagi-
nal intercourse in prostate cancer support groups can be alienating to lesbian and 
gay survivors. Simply switching the gender of the partner is not the same as under-
standing the impact of cancer on LGBT relationships [62]. Similarly, the same-sex 
partner who seeks support may be the only man or woman in a care partner support 
group. Many transgender people have been actively excluded from support groups, 
like transgender men who are not welcome in a breast cancer group [63]. Even 
if accepted, being the only LGBT person in a group is isolating and defeats the 
purpose of healing through shared experiences. There is little chance for support 
and mutual sharing about the issues mentioned previously; heterosexual survivors 
may not be able to relate to the experience of disclosing a marginalized identity to 
providers and dealing with secrecy and discrimination, for example. As one lesbian 
breast cancer survivor put it, “I ended up going to a support group where I was the 
only queer woman. They were great people and my being out wasn't a problem, 
but I missed having that support. The local LGBT health org did not have an active 
support group at the time for queer women going through cancer treatment. Very 
unfortunate. Ironically, my partner had a support group to go to at this place, but I 
didn’t.” From another: “The support group I was offered was the one provided at the 
hospital. I was the only queer person in the room and while the leaders were very 
well-meaning, there were moments of alienation (I spoke up but still) especially 
when the topic of sex and cancer came up.”

Advantages and Disadvantages of Targeted LGBT Support 
Groups and Services

As this discussion of limitations highlights, there is an overwhelming need for ser-
vices that can specifically address the needs of LGBT cancer survivors. Targeted 
groups for LGBT cancer survivors were the most requested service by the survivors 
themselves in the internet-based study described above. There are very few such 
groups in the entire country. They require not only a skilled facilitator, but a critical 
mass of eligible and interested group members, all available on the same day/time 
and within driving distance. Outside of the largest urban areas, it can be difficult 
to find enough people to start a group. Survivors who are not out to their providers 
will not be offered referrals to LGBT groups and the treatment center may not be 
aware that they have sufficient numbers to start their own. To successfully form an 
LGBT support group requires collaboration between community groups and cancer 
facilities.

These limitations often mean that LGBT support group members will be at 
different points on the cancer continuum, a less-than-ideal situation according to 
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literature on support group formation [54]. People who have been newly diagnosed 
have different needs than those who are post treatment or dealing with metastatic 
disease. Similarly, people with different cancer types might be grouped together 
in LGBT-specific services, and the needs of a colorectal cancer patient, for ex-
ample, may be very different than those of a head and neck cancer patient. As one 
participant said, “I found discrimination in entering existing LGBT groups, both 
older members versus newer members (older members bonding among their past 
experiences) and regarding different types of cancers…” LGBT groups focused on 
particular cancer types would be ideal, as highlighted by this participant: “Hav-
ing a gay male support group was the best thing that happened to me. I feel very 
lucky to be able to discuss both feelings and sensations without any inhibition at 
all in the company of other gay men who also had prostate cancer.” However, such 
groups would suffer from extremely small participation rates in most areas in the 
US, assuming that LGBT survivors interested in forming such a group could find a 
suitable clinician.

Web-based/online LGBT support groups offer some advantages over the in-per-
son format. First, in-person groups are becoming increasingly hard to fill across 
both heterosexual and LGBT cancer populations [64]. This shift is due in part to 
the large numbers of survivors who now keep their jobs during and after treatment, 
but then lack the time and energy to participate in an evening group. Online groups 
offer people the opportunity to get support while at home. Second, online groups 
permit geographically isolated individuals an opportunity to participate with other 
survivors. The third benefit of online support services is that they are accessible 
and welcoming for cancer survivors with physical, visual, hearing, cognitive or 
communication disabilities. Research confirms that a web-based support group can 
be useful in reducing depression and cancer-related trauma, as well as perceived 
stress, among women with primary breast carcinoma [65]. These online groups may 
still suffer from the problem of small numbers, as reported by one survivor: “Even 
online the LGBTQ support groups are hard to find and if found, there is never any 
activity in them. Reassurance or comfort in this arena has been impossible to find.”

Other Tailored Support Services and Interventions

Though few services target LGBT survivors directly, many educational materials 
and interventions may be still applicable to them and address their questions about 
cancer treatment and outcomes. Shallow and deep tailoring approaches [66] could 
ensure that the message of these materials reaches and resonates with the LGBT 
population. Shallow tailoring could simply involve including pictures of same-sex 
couples and LGBT individuals, or testimonials from LGBT survivors, into materials 
aimed at providing general information about cancer. The LIVESTRONG brochure 
on “Coming Out with Cancer,” for example, used similar information as was used 
in the LIVESTRONG brochure for heterosexual survivors; however, this informa-
tion was interspersed with images and testimonials from LGBT survivors [2]. Once 
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tailored, the information may need to use specialized outreach to access the LGBT 
survivors who could most benefit from the information.

Some interventions may need to undergo deep tailoring, however, before they 
will be applicable to LGBT survivors. For example, therapies aimed at addressing 
sexuality concerns for breast and prostate cancer survivors may need to account for 
the experiences of LGBT patients in this domain [36, 64, 67]. Supportive care for 
anal cancer among gay and bisexual men may need to address sexual side effects 
of this type of cancer, which may not be relevant for heterosexual survivors [68]. 
New interventions may be needed to address specific disparities noted in LGBT 
populations, such as disparities in rates of psychological distress and substance use.

Targeted and tailored support services could take many forms. In addition to 
LGBT-specific support groups and educational materials, peer networks could also 
assess and match on sexual orientation. These may take the form of “buddy” pro-
grams or patient navigators. These networks could be administered locally, through 
a cancer center or community organization, or they could exist virtually and match 
LGBT cancer survivors to one another nationwide. At present, networks such as the 
Colon Cancer Alliance (ccalliance.org) match newly diagnosed colorectal cancer 
patients with colorectal cancer survivors who can provide support and share their 
experiences of diagnosis and treatment. Survivors are matched on “stage of diagno-
sis, age, gender, and primary concerns.” Cultural competence in LGBT colon can-
cer needs is not guaranteed. LGBT survivors, however, may feel most comfortable 
and most supported when talking to another LGBT survivor who shares their con-
cerns and experiences. A participant echoed this recommendation by saying, “With-
out knowing other lesbians who had had breast cancer who helped me through the 
process, I am not sure how I would have fared.”

Cultural Competence and LGBT Friendliness in the 
Oncology Clinic

Thus far, we have discussed ways in which ancillary services could be tailored to 
the needs of LGBT survivors. However, many aspects of the system of cancer care 
as a whole need to adapt in order to meet the most basic needs of LGBT survivors 
from the moment of first contact with the medical system. As a result of stigma, 
and of real and expected discrimination by medical institutions, many LGBT indi-
viduals avoid or delay receiving medical care [69]. Receiving a diagnosis of cancer 
renders coping by avoidance untenable, however, forcing LGBT cancer survivors to 
engage routinely and intimately with numerous medical providers. This may lead to 
anxiety, vigilance, and increased stress on the part of LGBT survivors [70].

LGBT patients enter the healthcare system wary and scan for signs of welcome 
or discrimination. It is the responsibility of the providers and treatment facilities to 
broadcast their welcome. Well before they are face to face with a medical profes-
sional, LGBT survivors have received multiple messages that indicate whether or 
not they will be accepted. For example, LGBT patients and caregivers often look 
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for posted nondiscrimination signs that include mention of sexual orientation and 
gender identity. They notice the art on the walls, the printed materials in the waiting 
room, and they may look to see if there are images that reflect themselves. Is there a 
rainbow sticker or a Safe Space symbol? Is there a gender-neutral bathroom? Does 
the intake form offer options that reflect LGBT gender identities and relationship 
status?

To ameliorate the impact of stigma, LGBT survivors have a need to feel wel-
comed into cancer treatment settings. This need is shared by all cancer survivors, 
and by patients in general; however, for minority and underserved patient popula-
tions, gestures of welcome may need to be made overt and active. Studies have 
shown that up to 52 % of African American patients have experienced discrimi-
nation in the context of seeking medical care, including allowing White patients 
to be seen before them, White patients being seen without an appointment, and 
condescending behavior by providers [71]. Latino/a patients, similarly, experienced 
discrimination including moving their children out of the patient room into the hall, 
limiting their family visits to one person at a time, and ignoring the needs of family 
members [72]. Further underscoring this point, In a large national survey of trans-
gender people, a full 19 % reported being refused healthcare, solely because of their 
transgender or gender nonconforming status. The numbers were even higher for 
transgender people of color [73].

Active welcoming of LGBT survivors may involve posting symbols, such as the 
Safe Space symbol, to indicate openly that the clinic and its providers support the 
LGBT community. It may also involve statements and gestures by providers and 
staff to indicate inclusiveness of LGBT patient perspectives. These gestures may 
include use of non-heterosexist, gender-inclusive language when dealing with pa-
tients, positive response to LGBT survivors’ disclosures, and welcoming of LGBT 
survivors’ care partners. As one participant said, “It would have gone much better if 
there was some indicated awareness that as a patient I had a sexual orientation that 
they cared to know about and that I could be assured of being accepted and treated 
with the same quality of care as anyone.”

Visible advertisement of a clinic’s welcoming stance toward LGBT survivors 
must go beyond the treatment facility itself. Collaboration and networking with 
LGBT community organizations can help to spread the word that a particular clinic 
or set of providers is non-discriminatory and LGBT affirming. Such networking 
may include advertisements in LGBT newspapers, presence at LGBT health fairs, 
or simply communicating with local LGBT community leaders. Advertisement 
of a welcoming environment can be underscored by introduction of a clinic non-
discrimination policy that includes LGBT identity. Making this policy explicit to 
providers and staff will reinforce the importance of treating all patients with respect 
and dignity, regardless of sexual orientation and gender identity.

These outward signals of a clinic’s openness must be paired with culturally com-
petent care in order for the clinic environment to be truly welcoming. Training in 
cultural competence for LGBT specific issues is not currently part of most medi-
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cal education, nor is LGBT-specific cultural competence emphasized in oncology 
practice [74, 75]. Perhaps most importantly, providers and all clerical staff must 
be trained to welcome disclosure and then respond in a culturally competent man-
ner when a cancer survivor reveals an LGBT identity. Cultural competence also 
involves not making heterosexual or gendered assumptions that could prevent or 
force individuals to disclose. In the internet-based survey, 58 % of participants who 
had come out did so to correct a heterosexual or gendered assumption made by 
their provider. This underscores the importance of having a culturally competent 
and welcoming environment where LGBT patients are invited to disclose in safety.

To facilitate disclosure to cancer care providers, clinics might consider including 
items on their intake forms specifically assessing partnership and gender, broadly 
defined. Questions asking more specifically about sexual orientation and gender 
identity may need to be piloted, or run by a community advisory board that includes 
LGBT advisors, before being included in standard clinic paperwork. In the study 
described above, only 19 % of LGBT participants who had come out to their provid-
ers did so because an intake form specifically asked about identity.

Once survivors have disclosed their identity, continuing an open dialogue about 
sexuality, gender, and partnership issues with providers is critical [25]. Even in 
clinics where it is not feasible to include items assessing these issues on intake 
forms, providers can be trained and prepared to converse with patients about them, 
enhancing the aura of welcoming described above. In the internet-based study, 17 % 
of participants reported that they disclosed their identity because they were directly 
asked by a provider.

In the words of a participant in the internet-based study, “There are still doctors 
and others of different cultural and religious backgrounds that have negative feel-
ings towards LGBT individuals. As a result, it is very difficult to openly discuss 
one’s sexual orientation for fear of rejection and non-interest in one’s health mat-
ters.” By contrast, another participant stated, “We live in New York City—in a very 
gay neighborhood and my treatment was at a very ‘gay hospital.’ Being an out 
lesbian in a serious monogamous relationship was not particularly an issue nor was 
the presence of my partner in the hospital or during my treatment.” The welcoming 
stance, or lack thereof, of the cancer care facility can thus have a pervasive effect on 
LGBT survivors’ experience of care.

Interventions for Specific Issues Among LGBT Survivors

Much of what is known about the behavior change needs of LGBT cancer survi-
vors is based on findings regarding behavior change in the LGBT population in 
general. Health and behavioral disparities that affect individuals within the LGBT 
community at large are likely to continue to affect LGBT cancer survivors [44, 
76]. Behavior change interventions targeting LGBT survivors must acknowledge 
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and work from these disparities, while also capitalizing on areas of community and 
individual resilience. Specific disparities in need of behavioral intervention include 
psychological distress, substance use, obesity, and physical activity.

Psychological Distress

As described above, rates of psychological distress are highly disparate among 
LGBT survivors. In the context of cancer and cancer care, the National Comprehen-
sive Cancer Network (NCCN) defines distress as any unpleasant emotional, psy-
chological, or social experience associated with cancer diagnosis or treatment [9]. 
Psychological distress can range from mild sadness and fear to significant mental 
health difficulties, such as diagnosable mood and anxiety disorders. Approximately 
one-third of all oncology patients will experience clinically diagnosable levels of 
psychological distress, [77] making this one of the most ubiquitous side effects 
of cancer treatment [78] and a primary target for intervention [79]. Psychological 
distress can persist for years after diagnosis and may have a profound impact on a 
cancer survivor’s well-being and quality of life [80].

Studies have consistently shown that LGBT adults have 1.5 to 3.0 times higher 
rates of psychological distress than their heterosexual counterparts [58, 76, 81]. 
This high prevalence of distress, as discussed earlier in the book, is likely due to the 
impact of minority stress on LGBT persons. Chronic exposure to and expectation 
of discrimination and prejudice can lead to hypervigilance, chronic worry, negative 
attributions about the self, and eventually to diagnosable anxiety and depression 
among LGBT persons [76].

While data are limited regarding rates of psychological distress among LGBT 
cancer survivors, those data that do exist highlight significant disparities. Boehmer 
and colleagues demonstrated that lesbian and bisexual women with a cancer history 
experience significantly worse self-reported health than their heterosexual coun-
terparts [53]. Similarly, Kamen and colleagues found that gay men who had been 
diagnosed with cancer reported a higher number of days of poor mental health per 
month than their heterosexual counterparts [44]. These studies used large datasets 
to estimate prevalence, but focused exclusively on lesbian/bisexual women and gay 
men, respectively, and were limited by the fact that national surveys do not spe-
cifically recruit LGBT cancer survivors and so have relatively small sample sizes 
[53]. However, these findings do highlight a general disparity in psychological dis-
tress and the need for interventions specifically targeting psychological distress in 
a range of LGBT individuals.

The NCCN recommendations state that all cancer patients should be screened 
for distress during their initial visit, and in future visits as clinically indicated [9]. 
Knowing that a survivor is LGBT may emphasize the importance of screening for 
psychological distress, and may add measurably to the process of screening. NCCN 
recommendations also state that screening processes should assess the level and 
nature of a survivor’s distress. Understanding the psychosocial factors that may 
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influence distress, including minority stress and LGBT identity issues, are therefore 
an important part of this screening process.

Substance Use

The minority stress model, as discussed earlier also provides a sociological basis 
for understanding increased rates of substance use in the LGBT community. LGBT 
adults are on average two times more likely to report use of tobacco, alcohol, and 
other substances than their heterosexual counterparts [60, 81]. As with psychologi-
cal distress, this increased prevalence in the community at large likely plays out 
among cancer survivors in specific.

Tobacco Use Tobacco use among cancer survivors is a major public health concern. 
Rates of lifetime and of continued use are highest among lung [82] and head and 
neck [83] cancer patients. Given the strong link between smoking and both of the 
aforementioned types of cancer, continued tobacco use post-cancer diagnosis gives 
rise to concerns about problematic clinical course, poor treatment response, and 
cancer recurrence [84]. Tobacco has also been linked to increased risk, and risk of 
recurrence, of many other types of cancers [85].

Given this risk, and the increased prevalence of tobacco use in the LGBT com-
munity, there is a need for targeted interventions to reduce tobacco use among 
LGBT survivors. Such interventions could engage directly with the LGBT commu-
nity to emphasize the importance of tobacco use cessation, particularly for LGBT 
survivors [43]. Interventions could be nested as a component of a tobacco cessation 
media campaign aimed directly at the LGBT community, again highlighting the 
impact of smoking on cancer incidence and recurrence [46]. Interventions and me-
dia about these interventions should be designed with input from LGBT survivors, 
who can speak directly to what worked, what did not work, and what might work 
better in encouraging LGBT community members affected by cancer to stop smok-
ing. Training of cancer care providers and LGBT community leaders should also 
involve emphasizing the importance of tobacco cessation and provide culturally 
competent approaches to screening and referral for cessation services.

Alcohol Use Alcohol use has been linked with increased risk of several kinds of 
cancer, including head and neck, stomach, colorectal, and liver cancers [86]. As 
with tobacco use, continued excessive use of alcohol post-cancer diagnosis has been 
linked with risk of cancer recurrence, poor clinical outcome, and comorbidity [87].

While behavioral interventions have been developed to reduce alcohol consump-
tion among LGBT subgroups in the context of HIV and sexual risk behavior, [88] 
no interventions have yet been developed to address this issue among LGBT cancer 
survivors. There is a need for interventions that can address psychosocial factors 
increasing risk for continued alcohol use in those who have undergone cancer treat-
ment, with a specific focus on alcohol abuse and dependence. Tailored interventions 
for LGBT cancer survivors would likely address the role of the bar in the gay com-
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munity, [89] social network and peer influences that perpetuate alcohol use, and the 
impact of minority stress on substance use [90].

Other Substance Use While rates of other substance use disorders are also con-
sistently higher among LGBT persons than their heterosexual peers, even fewer 
studies have been conducted on behavior change interventions to address these dis-
parities than on interventions to address smoking and alcohol use. Nearly all of the 
interventions have been conducted in the context of sexual risk behavior and HIV 
[91]. It is unclear how use of substances other than tobacco and alcohol might be 
linked to development, exacerbation, and recurrence of cancer; how existing inter-
ventions could be tailored to LGBT cancer survivors; and hence, what the needs 
are of LGBT cancer survivors who have a comorbid substance use disorder. Fur-
ther research on these topics is needed. At present, assessing for substance use in 
screening procedures and keeping LGBT-friendly substance use referrals on hand 
are recommended.

Obesity, Physical Activity, and Energy Balance

Physical inactivity, obesity, and associated metabolic issues are major cancer risk 
factors for all people. Breast; cervical; ovarian; colon and rectal; endometrial; 
esophageal; thyroid; gallbladder; kidney; and pancreatic cancers are all directly 
linked to obesity [92]. Obese and overweight cancer patients tend to respond poorly 
to surgical, radiation, and chemotherapy treatment, and have higher risk of cancer 
recurrence and mortality post-diagnosis and treatment than patients and survivors 
who are of normal weight [93]. The cancer-related risk associated with overweight 
and obesity is estimated to approach that associated with tobacco use [94].

Rates of obesity and engagement in physical activity vary across subgroups of 
the LGBT community. In general, studies have shown that lesbian and bisexual 
women have higher rates of obesity and lower rates of physical activity than hetero-
sexual women, [95] while gay and bisexual men tend to have lower rates of obesity 
and higher rates of physical activity than heterosexual men [96]. Data on trans per-
sons are lacking [97]. Other studies have indicated that while gay men report greater 
concern about their body image than heterosexual men, these concerns do not nec-
essarily translate into higher rates of engagement in physical activity [98]. Very 
few studies have examined how these rates in the LGBT community as a whole 
may apply to LGBT cancer survivors. The teachable moment of cancer may inspire 
LGBT survivors to engage in physical activity at rates equivalent to heterosexual 
counterparts; however, additional research is needed to firmly establish prevalence 
of obesity and physical activity in this population.

In terms of behavior change needs for LGBT survivors related to physical ac-
tivity, existing exercise interventions for cancer survivors have not been targeted 
or tailored to the LGBT community. In particular, exercise interventions that have 
included care partners have typically included only heterosexual marital partners 
or family members [29]. As highlighted above, LGBT cancer survivors may have 
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non-marital, non-familial support systems that may feel alienated from these inter-
ventions. Designing exercise programs that include a range of care partners could 
address this need.

The experiences of lesbian cancer survivors in the internet-based qualitative 
study highlighted the difficulties experienced by sexual minority women who are 
also obese: “I went to UCSF for radiation and got treated but there was an attitude I 
did not like. I think it had to do with my size, I am fat…more than being a lesbian. 
This did not bother me that much at the time I was focused on getting well. Later 
on it bothers me some.” Tailored messages about risk of recurrence associated with 
obesity in lesbian and bisexual women could encourage sexual minority women to 
increase their physical activity, lose weight, and improve their health post-cancer 
diagnosis.

Body Image Concerns While only tangentially related to obesity and physical 
activity, body image concerns are another major issue at play in the health and 
psychosocial needs of LGBT cancer survivors. Gay and bisexual male survivors, 
in particular, may feel that their value as a sexual partner has diminished as a result 
of the physical changes brought on by cancer. Lesbian women have complex reac-
tions to mastectomy and other physical changes, as highlighted by quotes from the 
internet-based survey. Some women said, e.g., “As a lesbian I have a good body 
image. The decision to have a mastectomy was easy,” while another said, “It was 
hard to come to terms with my sexuality…as a newly realized femme queer after 
a bilateral mastectomy in the already judgmental queer/lesbian community.” A tai-
lored and culturally competent exercise intervention could begin to address some 
of these concerns by incorporating body esteem messages with physical exercises 
designed to address some of the physical and body image related side effects of 
cancer and its treatment.

Recommendations and Future Directions

Based on the literature reviewed above and the experiences shared by LGBT survi-
vors, we close by reiterating five recommendations:

1. Ensure cultural competence in all staff: Providers, clerical staff and health-
care management should take steps to become educated about the stigma-related 
stress many LGBT people carry into treatment, as well as strategies to reduce 
such stress, including means for inviting LGBT patients/clients to come out to 
their providers and welcoming their care partners. In addition, providers need to 
be educated in how to speak about sex and sexuality to LGBT patients and how 
to ask about their social support groups.

2. Protect the needs of LGBT staff: Culturally competent behavior should be 
extended beyond staff members’ interactions with patients to include safe treat-
ment for LGBT staff. Leadership of the healthcare institutions and offices must 
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actively convey that LGBT-welcoming behavior is a core expectation of all 
workers and cultivate protection for LGBT workers.

3. Collect referral lists for LGBT-welcoming providers, including local mental 
health providers: Understanding that many culturally competent services are 
offered outside of the oncology clinic, it is important to develop a referral list of 
providers and services that are LGBT welcoming.

4. Broadcast LGBT welcome through collaborations with community based 
organizations and media: After setting up this foundation, healthcare institu-
tions and offices need to broadcast their LGBT-welcoming policies and training 
to potential and current patients. This is best accomplished both within and out-
side of the facility.

5. Review and revise social support programs: To ensure LGBT welcome and 
usefulness, social support programs need to be reviewed using the six additional 
challenges for LGBT cancer survivors outlined earlier as a framework.

In addition to these clinical and policy recommendations, we also recommend ad-
ditional research on the needs of LGBT cancer survivors. Such research could begin 
with an examination of the issues: symptoms LGBT survivors find most troubling, 
services they lack, behavior change needs, and the needs of care partners. Once 
these needs have been delineated and described, research must move into develop-
ment, testing, and dissemination of interventions. Merely highlighting the issues is 
not sufficient; the field must also begin to address disparities and gaps in service 
for LGBT survivors and their care partners, thereby improving the health and well-
being of this underserved and underrepresented population.
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Abstract There is a sizeable LGBT population for whom end of life care services 
are required. However, over and above the tremendous challenges that most peo-
ple face at end of life, there are several significant additional obstacles that LGBT 
patients at end of life encounter, barriers that often prevent them from receiving 
appropriate end of life care.

There remains a paucity of research that focuses specifically on understanding 
the needs, preferences, and perspectives of LGBT patients with life-limiting can-
cers or other terminal illnesses at end of life, and how their preferences and those 
of their partners and families of choice influence their end of life care decisions. 
This gap in turn limits our ability to design evidence-based LGBT-focused pallia-
tive care and end of life programs. Lack of sensitivity to, or respect for, cultural and 
social differences may compromise end of life care for LGBT patients and yet care 
is provided within a healthcare system where staff are often uncomfortable with, or 
even discriminate against, LGBT patients, their life partners, and families of choice. 
Despite significant recent legal changes in terms of visitation of a loved one in the 
hospital and acting as a proxy when an LGBT patient is no longer able to, legal and 
enforcement barriers remain; while heterosexual, married couples have the right to 
make medical decisions for a partner who is incapacitated, this is not automatically 
a right for LGBT couples.

Implications for future research, program development and policy development 
and enforcement are discussed.
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Need for End of Life Care for LGBT Elders  
Diagnosed with Cancer

The risk of developing cancer increases with age, with about 77 % of all cancers 
diagnosed in people aged 55 and older [1]. Although the exact number of the gay 
elderly population is not known, the National Gay and Lesbian Task Force Policy 
Institute estimates that 1.4–3.8 million US Americans over 65 are LGBT based on a 
range of 5−10 % of the US population. They project that this population will expand 
and reach between 3.6 and 7.2 million by 2030 [2].

The risk of life-threatening illness, including cancer, among lesbians, gay men and 
transsexuals is unfortunately high. The risks of smoking and alcohol abuse are higher 
among LGBT people [3–11], which in turn are associated with higher risk of some 
cancers [12–14]. Lesbians also have a higher lifetime risk of breast, cervical, uterine 
and ovarian cancer than heterosexual women [15, 16]. Gay men have a much higher 
risk of anal cancer [17] as well as HIV-related cancers [18–24]. There is a greater risk 
of HIV, breast and prostate cancer for male to female transgender people [14, 25, 26], 
and of ovarian, breast and cervical cancer for female to male transgender people [26].

There are factors that contribute to poorer prognosis and outcome in patients 
with cancer; for example, if the cancer is detected at a later stage, obesity (excess 
body weight contributing to one out of five cancer-related deaths) [27], or low so-
cioeconomic background [28], are all factors that may contribute to poorer progno-
sis in lesbian women. Although their overall risk doesn’t differ from heterosexual 
women, women in same-sex relationships have three times greater age-adjusted risk 
of dying from breast cancer [29]. For a more detailed discussion of these factors 
please see Fredriksen-Goldsen et al. (Chap. 4).

Recent studies have found that almost 75 % of lesbian and gay seniors live alone, 
which places them at increased risk of isolation [30, 31], often translating into not 
having a caregiver. While adult children and other family members are frequently the 
caregivers for elders facing an illness that has a poor prognosis, studies have found 
[32] that lesbian and gay seniors are less likely to have children to care for them at 
times of illness. While it is well recognized that lesbian and gay elders more often 
rely on friends and informal caregivers, “families of choice”, than birth families as 
do their heterosexual peers [33], the sizeable increase in LGBT people who are aging 
and nearing the end of life will place considerable strain on these families of choice.

Based on the projected numbers of LGBT seniors, the significant number of 
LGBT people being diagnosed with advanced cancers, as well as those who may not 
have immediate family to care for them as they age, it is clear that there is a sizeable 
LGBT population for whom end of life care services are required.

Receiving a Diagnosis with a Life-Limiting Prognosis

Receiving a diagnosis with a life-limiting prognosis is one of life’s most arduous 
trials. People often experience physical suffering, psychological anguish and spiri-
tual distress, resulting in strain on both the patient and caregivers [34, 35]. There 
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are many challenges that the patient and his/her loved ones have to face including 
deliberating treatment options, choosing the appropriate treatment facilities to re-
ceive care in, deciding where to spend one’s last days, making legal choices such 
as writing wills, and determining who will make treatment choices when one is no 
longer able to do so [36]. Relationships with family, friends, and spiritual com-
munities may shift, and communication with the healthcare team becomes central 
to the care received [37]. However, over and above the tremendous challenges that 
most people face at end of life, there are several significant additional obstacles that 
LGBT elders at end of life encounter, barriers that often prevent them from receiv-
ing appropriate end of life care.

End of life Care Takes into Consideration the Patient’s Life 
Context

I ask people to look inside themselves, and I ask them, ‘do you love somebody? If you do, 
can you imagine being denied access to them at the end of life, when love is most needed?’1 
C.M.

The most common kinds of care provided to those at end of life are palliative care 
(provided to patients with serious illnesses, including, but not limited to, at end of 
life) and hospice care (provided to patients at the end of life.) The goals of both 
palliative and hospice care are to prevent and alleviate suffering, and enhance the 
patient’s quality of life by closely attending to the patient’s physical, psychological, 
social and spiritual needs. Care is provided by a team of professionals including a 
doctor, nurse, social worker, chaplain, occupational therapist and a wide range of 
complementary therapists, and includes attention to the patient’s medical needs as 
well as the patient and the family’s psychological, psychosocial, legal, and spiritual 
needs. Most importantly, care is patient-and-family/caregiver focused, and tailored 
to the specific patient and family’s unique wishes. Usually a patient is referred to 
the palliative care team by their treating physician, and palliative care is provided in 
tandem with the ongoing medical care the patient is receiving. Delivery of palliative 
care has been shown to reduce symptoms, alleviate suffering, improve the coordina-
tion of care, enhance doctor-patient communication, and result in the patient’s and 
family’s satisfaction with the care provided [34, 38–52].

In providing end of life care, consideration of the patient’s culture and life con-
text is essential; both culture and life context strongly influence the patient and their 
loved ones’ response to the diagnosis and illness, the discussion and decisions the 
patient and loved one have about treatment preferences, and their deliberations and 
choices about the end of life care, including information and health communication 
methods that they prefer [53–55]. Lack of sensitivity to, and lack of respect for 
cultural and social differences may compromise end of life care for racial/ethnic 

1 Quotes from C.M. are from an interview of the author with Chris MacLellan [Name used with 
permission] who cared for his life partner, Richard Schiffer, throughout his illness and death. For 
full information on their story go to: http://interactive.sun-sentinel.com/lgbt-dying-couple/index.
html.



230 R. Elk

minority [56] and sexual minority patients. Most of the early studies of patients at 
end of life in the US focused on white patients, but in recent years there have been a 
wide range of studies focusing on the attitudes, values, beliefs and access to end of 
life care of racial and ethnic minorities [56–66], confirming that there are in fact dif-
ferences in beliefs and perspectives between divergent groups. Studies have found 
that race, religion, ethnicity, gender, age, and culture strongly influence (a) end of 
life-sustaining measures [67–74], (b) end of life care preferences [75], (c) type of 
information patients would like to receive [76, 77], and (d) preferred health com-
munication methods [78, 79]. It is therefore logical that sexual and gender identity 
are also important factors in determining needs and preferences of patients.

Paucity of Research on LGBT Elders’ End of life Care 
Needs and Preferences

In order to deliver person-centered palliative care to LGBT patients, an in-depth 
understanding of the unique needs of LGBT patients with life-limiting illness, as 
well as their perspectives and care preferences, is essential. However, there remains 
a paucity of research that focuses specifically on understanding the needs, prefer-
ences, and perspectives of LGBT individuals at end of life, and how their prefer-
ences and those of their partners influence their end of life care decisions [80–83]. 
Other than the literature focusing on those with HIV and AIDS, there have only 
been a handful of studies focusing on (a) the experiences of LGBT people at end of 
life (e.g. [82, 84–92]) and a few focusing on (b) their anticipated future plans [88, 
93, 94].

Harding et al. [80] conducted a systematic review, of the existing literature fo-
cusing on the needs, preferences, views, and experiences of LGBT people on end 
of life care, and were only able to find 12 studies. The majority of the studies fo-
cused on lesbian women or gay men, only a few included bisexual individuals, and 
none examined the needs or preferences of transgender individuals. A few common 
themes emerged: (a) Partners in Healthcare Decision-Making: In two studies of 
cancer patients, lesbians with cancer [95] and lesbians and gay men with cancer 
[84] said they wanted to have their partners included in decision making and treat-
ment planning. However, after making this request to their provider, many patients 
experienced a lack of sensitivity and/or support by their provider in honoring their 
request. (b) Providers, Palliative Care and Physician Assisted Suicide: In one of the 
few studies that assessed preferences at end of life in a community sample [96], sev-
eral findings emerged: (I) A large proportion of lesbians and gay men wanted their 
health care provider to know of their wishes if they became incapacitated. However, 
the majority had not discussed this with their provider. (ii) The majority preferred 
a focus on pain relief even if it shortened their life, rather than on efforts to extend 
life. (iii) More than two-thirds of the sample supported physician assisted suicide 
(PAS), a significantly higher proportion than the acceptance of PAS by heterosexu-
als. (c) Views of Hospice Care: In a study of lesbian and heterosexual women [83], 
both groups reported positive views of hospice care, with lesbians holding more 
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positive views. Significantly more heterosexual women preferred life-sustaining ef-
forts than lesbians. The authors concluded that lesbians might not be as hesitant to 
engage with end of life care services as previously thought. (d) Spirituality: Only 
one study [97], of lesbians with cancer, examined the role of spirituality in LGBT 
patients at end of life. They reported that women found spiritual support as a way to 
cope with cancer. (e) Advance Care Planning: (I) Although there was a high rate of 
knowledge about living wills and health care proxies among lesbians, less than half 
had completed either one of these. [96]. (ii) In a study of lesbians and gay men who 
were providing care to their same-sex partners [93], the majority had advance direc-
tives, primarily to protect the caregiver from family members who did not approve 
of the relationship. Despite these legal protections, most participants remained con-
cerned that their wishes would not be respected. (iii) In a study of heterosexual and 
lesbian and bisexual women [88], lesbians and bisexual women were found to have 
adopted long-term care legal planning strategies (e.g., naming a health care proxy) 
as well as either executing a will, naming a health care proxy, purchasing long term 
care insurance or discussing living arrangements with family members. A further 
study by this group [94] examined the effect of social support on the likelihood of 
advance care planning, and found that lesbian women whose support person was 
their partner were seven times more likely to have named a health care proxy than 
heterosexual women without a partner.

The paucity of research on understanding the needs, preferences, and perspec-
tives of LGBT people at end of life, and how their preferences and those of their 
partners influence their end of life care decisions, currently limits our ability to 
design evidence-based LGBT-focused palliative care and end of life programs for 
patients whose cancer prognosis is poor.

Health Care within a System that May Not Understand 
LGBT Patients

When he was admitted into the ER the doctors didn’t acknowledge me; when I said ‘I might 
be able to give you more of the full story’, they said, ‘And who are you?’ I identified myself 
as his partner and caregiver. A straight couple wouldn’t have had to do that. C.M.

End of life care usually takes place within healthcare systems such as hospitals, 
nursing homes, and hospices. There is often a significant lack of cultural sensitiv-
ity or training for taking care of LGBT patients among health care professionals 
[95, 98–101]. Professionals often feel uncomfortable, unprepared or untrained to 
take care of their LGBT clients. In a recent paper [102], the authors, both of whom 
are social workers, wrote about being caught “off guard” about a gay or lesbian 
patient at the end of life, and when discovering they were not heterosexual, being 
ill-equipped to provide adequate care due to lack of sufficient training. Healthcare 
providers may also be completely unaware that their patient may be LGBT [82, 92, 
103], and not recognize or acknowledge their patient’s partner, nor engage the part-
ner in decision-making, a major omission during end of life, when family  members, 
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or in the case of many LGBT patients, families of choice [104], are integral to 
the process, often serving as the primary caregivers. Family members or family of 
choice members become key participants in the healthcare-patient-family team that 
works together to help the patient’s journey be one that aligns with the values and 
beliefs of the patient and his/her loved ones. Lack of understanding about, or lack 
of acknowledgement and recognition of the ones closest to the LGBT patient can re-
sult in a significant and preventable increase in stress and anxiety in both the patient 
and loved ones. In certain parts of the country, especially where same-sex marriage 
is still illegal and strongly stigmatized, LGBT people may be treated with disdain. 
This carries through to the healthcare system. There is documented evidence that 
some healthcare providers have strong biases against sexual and gender minorities 
that prevent them from providing quality care to their LGBT patients [105], and 
that some discriminate against their patients who are not heterosexual [85, 99, 103, 
106, 107].

Fear of such discrimination often results in caution or even dread in coming out 
to healthcare providers, and further distances LGBT elders from seeking medical 
care. In a study of lesbian women with cancer [95], patients felt their care was being 
compromised because of heterosexist bias that prevented them from revealing their 
sexuality. All 24 patients perceived their medical establishment as hostile towards 
them. In the same study, although the majority of patients wanted their partners to 
be part of their treatment decision-making and treated as spousal equivalents, part-
ners were often ignored by the health care providers and excluded from treatment 
planning. In a later study of lesbian and bisexual women with breast cancer [86], the 
majority disclosed their sexual orientation, as they felt safe in doing so; however, 
the physician’s neutral reaction was perceived as negative. In a study of older LGBT 
people [108] almost a quarter reported that they often do not disclose their sexuality, 
as they have little or no confidence that healthcare professionals will treat them with 
dignity and respect in their later years. In another study, researchers [96] found that 
over a third of older respondents did not disclose their sexual orientation to their pro-
viders due to their serious concern about a negative response or even poor treatment 
as a result of provider bias. In a more recent study of gay and lesbian  patients over 
60 by the same group of researchers [101], this finding was once again confirmed. 
Over half the respondents were afraid of coming out to their health care providers on 
whose care they were dependent, and they expressed fear of being mistreated by a 
healthcare professional who was prejudiced or homophobic. A recent study of older 
lesbians [92] found that more than one-tenth did not reveal their orientation to any of 
their providers and more than 10 % reported perceived discrimination in a healthcare 
setting. Whether due to actual or perceived discrimination, or due to fears of dis-
crimination based on prior experiences or observing discrimination or bad treatment 
of others by health care providers, homophobia and heterosexism remain significant 
barriers in lack of communication with health care providers [82].

One of the most haunting and painful aspects of end of life among the LGBT 
community is the suffering from “disenfranchised grief” [92, 99, 103]. This term 
was coined in 1989 and is defined as grief that is experienced when “individuals 
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incur a loss that is not or cannot be openly acknowledged, publicly mourned or 
socially supported” [109]. When an LGBT person loses a life partner and is unable 
to share it with others or is not accorded the same societal and community acknowl-
edgement and support provided to those who lose a heterosexual spouse, the partner 
feels disenfranchised and risk of suffering such grief is high, although not universal 
[99]. At times, the bereaved partner may have to simultaneously deal with death of 
a partner and coming out at the same time. If the family of the loved one who has 
passed is not supportive of the relationship, the remaining partner may be left out 
of funeral and future arrangements. In instances where the family is supportive but 
the church and broader community are not, the family too may experience disen-
franchised grief.

Recent Programmatic Developments

Within the last few years several training programs (e.g., “No Need to Fear, No 
Need to Hide” created by SAGE [110]) have been developed for healthcare profes-
sionals, and have been demonstrated to be effective in enhancing understanding of 
LGBT patients. Similar programs in other countries [111] have proved equally suc-
cessful. Although extremely significant, these programs do not focus on the unique 
needs and challenges that arise during end of life care. To the best of our knowledge, 
to date, there has been a lack of any specific attention to programs that provide 
LGBT-friendly end of life or palliative care [82].

Legal Protection and Barriers That Impact End of Life 
Care for LGBT Couples

Our green folder [with the health care proxy and the power of attorney] went everywhere 
with us; it was our lifeline. I was always worried about an emergency where we’d have to 
interact with medical care staff who didn’t know about us, so our green folder went every-
where with us. C.M.

Since 2010, three major legal changes have taken place that have the possibility of 
substantially improving end of life care for LGBT couples in a same-sex marriage. 
The end of life care implications of each are described below.

1.  Presidential Memorandum 20511 of 2010 Prior to this mandate, partners of 
LGBT patients who were unconscious or not coherent could have been pre-
vented by the hospital from (a) visiting their partners in hospitals, or (b) act-
ing as health care surrogates for partners who were incapacitated, including at 
end of life [98]. This changed this on April 15th, 2010 when President Obama 
signed a landmark Presidential Memorandum regarding (a) hospital visitations 
and (b) health decision-making for same-sex partners. (a) Hospital Visitations: 
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The President directed the Department of Health and Human Services (HHS) 
to address these issues and in response, the Centers for Medicare and Medicaid 
(CMS), an HHS agency, amended its rules. Hospitals that accept Medicaid and 
Medicare must respect patients’ Advance Directives and are also prohibited 
from denying visitation privileges based on, inter alia, sexual orientation. This 
means that in all states and in all hospitals that accept Medicaid and Medicare, 
the LGBT patient has the legal right for his/her loved one to visit in the hospital. 
The Department of Health and Human Services has released a guidance letter 
to ensure that hospitals that participate in Medicaid and Medicare programs 
have established written policies to implement these regulations. The letter also 
clarifies that visitations rights be granted without requiring documentation of 
those relationships in the majority of cases, and in the few circumstances in 
which documentation is required, the hospital cannot ask for documentation 
from LGBT couples other than what they would ask of heterosexual couples. 
This major change came about in the wake of the nationally known case of 
Janice Langbehn who was denied the right to visit her partner, Lisa Pond, who 
suddenly collapsed while the family was on vacation in Florida. President 
Obama presented Ms. Langbehn the Presidential Citizens Medal for her fight 
for hospital visitation rights for same-sex couples. Unfortunately, despite this 
change in federal law, there are documented cases in which partners have been 
denied the right to visit their partner, or even forcibly removed from the loved 
one’s bedside, even after sharing their documentation, proving that they have 
the legal right to be at their loved one’s bedside.

(b)  Acting as Health Care Surrogates An advance directive is a document by which 
a person records how they wish to be treated should they become too ill or 
unable to make health care decisions themselves. Often this includes a living 
will or last will and testament as well as a health care proxy (or Durable Power 
of Attorney for Health Care) that indicates who will make healthcare decisions 
if the person becomes too ill or incapacitated. Unlike in visitation of LGBT part-
ners where federal law governs, in the case of an advance care directive, state 
law governs. If an LGBT patient has not executed an advance directive granting 
rights to their same-sex partner, state health care surrogacy laws take over; the 
state selects a legal guardian based on a hierarchy of relatives, starting with a 
spouse, then adult children, parents, then other biological family members. This 
means that a biological family member can take over decision-making such as 
whether or not to continue treatment or decide whether or not to remove a loved 
one from a ventilator or other healthcare decisions so critical to end of life care, 
and they can do so regardless of the wishes of the same-sex spouse. Whether this 
can happen or not is determined by the state’s legal perspective towards same-
sex marriage. (I) If the state permits same-sex unions, the same-sex s If the state 
prohibits same-sex unions pouse becomes the patient’s health care surrogate. 
This is the best-case scenario, but even here some hospitals don’t follow the 
law, and don’t allow same-sex partners to make health care decisions, even if the 
partners have a legal advance care document. (ii) If the state prohibits same-sex 
unions, the partner of the dying patient cannot become a health care surrogate 
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unless the patient has a legal advance directive and has appointed his same-sex 
spouse as a health care proxy. It is therefore extremely important that same-sex 
couples execute an advance directive and appoint one another as health care sur-
rogates, especially in states where same-sex marriage is prohibited.

2.  Repeal of DOMA In a turning point decision in June 2013, the US Supreme 
Court struck down the discriminatory Defense of Marriage Act (DOMA), 
affirming that all couples who are married deserve equal legal respect and treat-
ment from the federal government. As affirming as this ruling is for same-sex 
couples, it does not change any of the discriminatory state laws that exclude 
same-sex couples from state-conferred marriage rights, an aspect that has direct 
implications for the end of life care of a partner of an LGBT person. For exam-
ple, receipt of a same-sex spouse’s Medicare benefits (health benefits provided 
to someone over the age of 65) is only possible if she/he is married under the 
law of the state where he/she is living at the time of filing for benefits.

3.  The Affordable Care Act (ACA) also has a nondiscrimination provision, Sec-
tion 1557, which includes sex-based protection on the basis of gender iden-
tity and sex stereotypes. Although the scope of Section 1557’s protection for 
same-sex couples is less clear, many courts are considering this to include non-
discrimination against same-sex couples. Therefore if a hospital discriminates 
against same-sex couples, this Section of the ACA can be used in court for the 
Department of Health and Human Services to investigate the hospital. Fighting 
a hospital in court for discrimination (e.g., for illegally removing a same-sex 
partner from the patient’s bedside) is challenging in normal circumstances, but 
when one’s partner is so ill, close to death or has passed away, it often becomes 
too overwhelming to pursue.

The expansion of Medicaid, as well as Medicare/Medicaid dual eligibility (for 
those who are both elderly and low income or disabled), has the potential to greatly 
improve the care of LGBT elders who are of low socioeconomic status (who are 
also likely to be minority women) [98]. However, since the implementation of the 
Affordable Care Act (ACA) is governed by state laws, only LGBT individuals who 
live in states where there is Medicaid expansion can benefit from this.

However, even with these significant improvements, legal barriers remain for 
those LGBT couples living in states where marriage is not considered legal. While 
heterosexual couples have the right to make medical decisions for a partner who is 
incapacitated, this is not automatically a right for LGBT couples [112–115].

Implications for Research, Practice, and Policy

The paucity of research on understanding the needs, preferences, and perspectives 
of LGBT people at end of life currently limits our ability to design evidence-based 
LGBT-focused palliative care and end of life programs for all patients including 
those with cancer. Large-scale research is a priority [80]. It is only through this pro-

14 Challenges and Recommended Solutions to End of Life Care …



236 R. Elk

cess that we can gather the information needed to design evidence-based programs 
tailored to the unique needs of the LGBT community.

In order to provide patient-centered palliative and end of life care and services 
to LGBT patients and their families, it is essential that the physical, psychological, 
social, cultural, and spiritual needs of these patients are recognized, understood, and 
to the fullest extent possible, met. This includes: (a) Recognition and Acceptance 
of Sexual Orientation and identity and all that it entails [80, 92]. This means that 
the partner must be recognized and involved in the care and decision-making pro-
cess, and all care must be delivered in an environment that is nonjudgmental and 
understanding [80, 101]. In a recent article on vulnerable populations in healthcare, 
Waisel [116] wrote that too often the care and treatment of an ‘unfamiliar’ patient is 
impeded because physicians are unfamiliar with or suspicious of patients they are 
not familiar with. He called on all physicians whom he claimed “have a collective 
obligation to improve healthcare for vulnerable populations” (p. 191).

Results of large-scale research studies will provide the evidence needed to de-
sign such evidence-based programs. (b) Training of Health Care Staff: Training of 
all staff involved, from management to the allied health professional, is essential 
[80]. Such training needs to include such aspects as understanding of LGBT needs, 
as well as a recognition of the provider’s personal bias [103], and removal of hetero-
sexual assumptions [99]. Equally important is understanding and enforcing the le-
gal rights of patients within that county and state, as well as federal rights. Training 
programs that enhance LGBT cultural proficiency among elder care staff have been 
developed. These include, for example, “No Need to Fear, No Need to Hide”, cre-
ated by Services and Advocacy for Gay, Lesbian, Bisexual and Transgender Elders 
[117] and the Brookdale Center on Aging in New York [110], as well as “ Project 
Visibility”, created by the Boulder Country, Colorado Aging Services [118], and 
“Opening Doors”, created by Age Concern England in London [119]. These impor-
tant programs have been demonstrated to be effective in enhancing understanding 
of LGBT patients. Similar programs in other countries [111] have proved equally 
successful. A broader implementation of such programs across healthcare settings 
will enhance the cultural competency of healthcare staff.

Significant legal changes have been implemented in the last few years that have 
the potential to greatly improve end of life care for LGBT patients and their loved 
ones. However, even with these significant improvements, legal barriers remain for 
those LGBT couples living in states where marriage is not considered legal, most 
especially not having the automatic right to make medical decisions for a partner 
who is incapacitated. Expansion of decision-making capabilities for same-sex part-
ners is a right which will continue to be fought for in the courts. Legal changes need 
to be enforced by the appropriate governing bodies. Organizations such as the Joint 
Commission, that accredits and certifies more than 20,000 health care organizations 
and programs in the US, could further enhance stronger enforcement of LGBT-
inclusive cultural competency requirements in its accrediting process, and not pro-
vide accreditation to hospitals that have discriminated against LGBT patients (as 
they have done). Further inclusion of some of the proposals included in the field 
guide [120], and making LGBT cultural competency an integral and specific part 
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of accreditation, rather than optional, and holding facilities to a higher standard in 
which all patients are served equally [115], should be the goals. Two recent national 
training programs for hospitals and healthcare settings, one by the Joint Commis-
sion [120], the other by the Human Rights Campaign [121], are training and certi-
fication processes (HEI) by which hospitals who wish to demonstrate optimal care 
for LGBT patients can receive training and certification to ensure that they meet 
legal, CMS, and Joint Commission requirements for LGBT patient-centered care. A 
report released in 2013 indicates which organizations have participated in training, 
and which are recognized as “Leaders in Healthcare Equality.” Finally, such agen-
cies must take action to enforce visitation and proxy rights, to ensure that hospital 
personnel are trained in all legal matters that pertain to LGBT patients, and provide 
care to all patients without discrimination.
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Abstract Experiences of cancer among trans people is a neglected area of study 
and requires greater time and resources in order to provide them better care. Trans 
people’s experience with cancer is greatly influenced by their own experiences of 
discrimination in society and health care. In addition, the use of exogenous hor-
mones could influence the production of various cancers. This chapter will outline 
the many factors that can impact the production of cancer and how social factors 
can affect trans people’s ability to seek treatment and recover. The chapter will also 
identify important recommendations that would benefit trans people in identifying 
and treating cancer. Overall, greater attention is needed on chronic health issues like 
cancer. Clearly, more research is needed in understanding the findings within many 
case studies of trans people and cancer. Health professionals will also need greater 
education in order to build up their cultural competency in treating trans people. 

Background

Research focused on trans (individuals who have a different sex, gender iden-
tity, and/or gender expression than the one assigned to them at birth, often us-
ing hormones and surgery, to live as another gender. They are also referred to as 
transgender, transsexual, or gender nonconforming) populations’ health needs have 
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been primarily focused on HIV/AIDS, mental health, and substance use issues. 
The existing body of literature clearly indicates that trans people frequently face 
a multiplicity of challenges to their health and well-being contributed by social 
and institutional factors [1] that lead to challenges to accessing relevant health care 
services [2, 3]; social services such as homeless shelters, addictions services, and 
sexual assault [4, 5]. Accessibility and relevance issues have also been documented 
in relation to harm reduction and HIV prevention work [6, 7]. Trans people often 
experience direct harassment and discrimination in institutional and broader social 
contexts [8, 9].

Current Research on Trans Health

Although, less emphasis have been made on other health issues like cancer, ex-
trapolating data from social determinants of trans health, one would anticipate the 
severity of health impact due to lack of access [10]. There has been studies examin-
ing the morbidity and mortality of trans people to see if hormone therapy is related 
to greater health risks and they generally found little health risks (including cancer) 
primarily associated with hormone use. However, the primary objectives of these 
studies were not to investigate cancer but to examine the prevalence of health prob-
lems resulting from hormone use [11–13] studies examining cancer among trans 
populations may underreport outcomes and may hide a higher incidence over time 
as their exposure to hormones increases [14].

Additional information is needed on understanding the issues trans people face 
in regards to cancer. The Institute of Medicine report identified the lack of research 
regarding cancer among transgender populations other than a small number of case 
studies examining the relationship between hormone therapy and hormone sensi-
tive cancers (breast, ovaries, and prostate) [15]. But cancer is one of many issues in 
need of examination; trans people have reported many problems accessing health 
care which would exacerbate any health problem. Discrimination or the fear of dis-
crimination would prevent trans people from seeking important health screenings 
that can identify cancers early.

Thus, there is very little information regarding transgender people’s experience 
with cancer. Additionally, it is important to understand how being trans can influ-
ence people’s experiences with cancer risk and cancer related health care rather than 
their overall risk for a diagnosis of cancer. The chapter will focus on these issues 
and develop a better understanding of the research and health care needs of trans 
populations.
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The Impact of Hormone Replacement Therapy and Trans 
Status upon the Risk for Cancer

The concern regarding hormone replacement therapy (HRT) and the health of trans 
people is that many cancers are sensitive to hormones. Many cancers have andro-
gen and estrogen receptors that respond in the presence of hormones, and the con-
cern was that providing large dosages of hormones could increase the manifestation 
and growth of hormone dependent cancers (i.e. breast, prostate, ovaries). Although 
the Standards of Care (SOC) published by the World Professional Association of 
Transgender Health (WPATH) generally identified various cancers associated with 
estrogen and testosterone use as “inconclusive or no increased risk” [16]. While 
the findings of studies examining the prevalence of cancer among those receiving 
HRT have been small and attributed to other factors like tobacco use [11–13]. These 
clinical samples provide limited understanding of predominantly race and ethnic 
homogenous groups of trans people. Differences in outcomes due to demographic 
characteristics such as age, race, ethnicity, and clinical characteristics such as length 
of hormone treatment are not addressed by these cases.

Studies examining the morbidity and mortality of trans people who have been 
receiving hormone therapy in the Netherlands and Belgium found trans women to 
have a slightly higher risk of mortality due to lung cancer and leukemia, while trans 
men’s cancer mortality was not different from the general population [11–13]. The 
explanation given for the difference in lung cancer may have been due to greater 
smoking among transgender populations. Cancer prevention approaches need to ex-
amine the underlying health behaviors among this population. It is also imperative 
to understand the social context of the disease.

Hormone therapy for the purpose of changing secondary sex characteristics re-
quires higher dosage compared to what is given to cisgender (one’s gender identity 
is congruent with one’s sex assigned at birth) people for other reasons and this is 
the reason why many are concerned about the use of hormones among trans people 
[17]. While trans men are no longer exposed to high levels of estrogens, testoster-
one itself has been found to be associated with risk for breast and cervical cancers 
[18, 19], but studies did not find an increased prevalence of these cancers among 
trans men [11–13]. An important distinction, however, lies in the amount of time 
trans people have been utilizing exogenous hormones compared to their cisgender 
counterparts. For example, trans women may only be exposed to estrogen for a 
smaller percentage of their life compared to many of their cisgender counterparts 
(who do not have any medical issues that many require exogenous hormones). An 
additional issue that has not been discussed is the age where a person may stop tak-
ing or reducing their dosage. Currently, there is no consensus nor there is any solid 
evidence base on for a specific time span for hormone use, and many people may 
begin their transition much later in life when their endogenous hormones may be al-
ready diminishing. Time exposed to hormones may be an important factor needing 
greater investigation in understanding the hormone/cancer link among trans popula-
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tions. This is especially important as more people begin their transition at younger 
ages and will have a longer time period using exogenous hormones.

The clinical studies provide a starting point in examining the hormone use of a 
homogenous group of trans people who are receiving care. Other studies have iden-
tified populations of trans people who utilize hormones from nonmedical sources 
[20, 21]. So we know that hormones when prescribed and obtained from medical 
sources have not been found to increase cancer risks [11–13], we do not know what 
the effect hormones taken without medical supervision and with varying dosage and 
quality [22].

Further complication that requires investigation when examining the relation-
ship between hormone therapy and cancer among trans people. Health care provid-
ers who are not aware of a patient’s anatomical inventory regarding the presence or 
absence of specific organs may not consider gender-specific disorders even if the 
patient presents with its symptoms (e.g. prostate cancer in a male-to-female patient, 
or cervical cancer in female-to-male patient). This lack of awareness could lead to 
a delay in diagnosis and treatment.

Case Studies of Cancer in Trans Men and Women

Some trans men who are on hormonal testosterone therapy may still be exposed to 
low levels of estrogen still being produced by their bodies or by having testosterone 
converted into estradiol by aromatase enzymes. Until a transman undergoes oo-
phorectomy, the body may still continue to produce some estradiol. However, there 
are questions regarding why some trans men are diagnosed with it when they were 
receiving testosterone therapy as part of their transition.

Case studies investigating ovarian cancers among trans men were focused on 
whether these cancers had androgen receptors. One study found a sample that was 
found to have abundant androgen receptors (tumors were sensitive to androgens 
like testosterone) [23]. Another case study discussed finding ovarian cancer in two 
trans men after many years on testosterone, while another study reported finding 
uterine and cervical cancer on a trans men while performing sex reassignment sur-
gery (SRS), and another finding vaginal cancer 18 years after receiving SRS [24, 
25]. These case studies made a point to indicate that it is important to remove all 
their reproductive organs and associated structures. In important detail discussed 
is the men’s lack of gynecological care that could identify such problems early. A 
study by Peitzmeier et al (2014) found that compared to cisgender patients, trans 
men were more likely to have an inadequate Pap test (10.8 % vs. 1.3 % of tests) [26]. 
Their reasoning referred to a combination of physical changes induced by testos-
terone therapy and provider/patient discomfort with the exam. The implication of 
these case studies is that the specific experiences and medical care of trans people 
can impact important primary and secondary prevention activities regarding screen-
ing and early intervention.
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A white trans woman who had genital surgery was found to have a stage III B 
anal cancer that required extensive surgery and reconstruction [27]. Additionally, 
the surgeon discussed the need to redo the vaginoplasty due to the importance to 
the patient. While anal cancer is not associated with any of the procedures related to 
transitioning from one gender to another, the perspective of the trans woman made 
this into a trans issue. The author stated that it was important for them to maintain 
the original surgery for the benefit of the patient. The experiences of trans patients 
can influence how they will respond to a diagnosis and treatment options.

Sometimes the people’s perception of cancer and their trans status may cause 
them and others to minimize their risk for cancer. A study discussed finding prostate 
cancer in a trans woman 31 years after SRS and use of conjugated estrogens [28]. 
The assumption was that castration would prevent the growth of prostate cancers. In 
regards to this case, two thoughts were discussed by the authors. The first was the 
possibility of the existence of cancer cells prior to castration, (the trans woman had 
her surgery at age 45). Since many trans women do not begin their transition prior 
to 45 years of age they may already be within the window of risk for prostate cancer 
(especially if they have other risk factors). A large community sample found 37 % 
of their sample of trans women to have transitioned (began to live full time as their 
identified gender) after 45 years of age [29]. Statistics for prostate cancer shows 
that greater risk is found for those 50 years of age and older (in 2010 the incidence 
for prostate cancer was 9.5/100,000 for those under 49 years of age and increases 
to 289.5/100,000 for those 50–65 years of age, and increases to 807,75/100,000 for 
those 65–74 years of age) [30]. This does not account for when (and if) they have 
some form of SRS that removes their testes. Another issue discussed by the authors 
is the possibility that the androgen receptors of the cancer became hypersensitive 
and did not need a large amount of androgens to be activated. One other case study 
made the same observation when they examined a trans woman with prostate can-
cer 41 years after initiating hormone therapy and had her testes removed 26 years 
prior [31]. Hormone therapy and SRS may not provide the protection against pros-
tate cancer that it was once thought to provide to trans women.

A case study that exemplifies the concerns and fears trans people may have in re-
gards to cancers that could affect their gendered appearance. An African-American 
trans woman was diagnosed with metastatic breast cancer [32]. Previous visits to 
her primary care doctor identified a lump in her left breast, but she declined mam-
mography and biopsy. Her decisions to delay care until the cancer worsened was 
the result of numerous misconceptions and concerns regarding the procedure. She 
did not think she was at risk for cancer because she was trans, she described having 
“a male chest with hormones and silicone”. She assumed the lump was the result of 
silicone. She also felt that she was not at risk for cancer because “men and women 
cancers are different”. So being trans was in her mind protective against breast 
cancer. Additional issues included a preference for injectable hormones because the 
“pills can cause breast cancer”, and misconceptions about cancer in general (cutting 
into the cancer will make it spread).

There are two issues to take from this case study. Physicians do need to take 
more time and identify the sociocultural beliefs of their patients. The author identi-
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fied sample questions that physicians can use to better understand their perspective. 
Being trans added an additional factor in that the woman in question saw her body 
as being different from other women and that influenced her perception of risk. 
Cancers associated with one’s breasts, prostate, and reproductive organs may prove 
to be very sensitive because of trans people’s relationship between their bodies and 
their identities. Addressing care for trans people will require extra care for these is-
sues, especially in providing health education.

HPV and Hepatitis

Reports on the prevalence and genotypes of HPV among trans populations are 
scarce in the literature. A recent study from Argentina reported 97.4 % HPV preva-
lence among 117 male to female transgender sex workers surveyed. High risk geno-
types were detected in 82.5 % [33]. Two or more co-infecting HPV genotypes were 
found in 70.9 %. One case showed up to 10 different co-infecting types. The high 
HPV prevalence, the co-infection with multiple genotypes and the high frequency 
of high risk genotypes detected, together with the high HIV seroprevalence among 
trans women and extreme social marginalization, discrimination and stigmatization 
make this population extremely vulnerable to cancer risks [34]. Before planning 
long-term diagnostic and treatment strategies, it is imperative that we first address 
the issues of HPV awareness and willingness to participate in anal cancer screening 
for HIV positive trans people; thus, it is important to solicit perspectives of trans 
population community health advocates regarding anal cancer screening. Of course, 
these aspects need to be considered in the light of a major context in which social 
exclusion, limitations of the health system and STI-related stigma affect the access 
of trans populations to health care. Further, as a vulnerable population with a high 
HIV prevalence, HIV risk behaviors may place them at risk for hepatitis B and C 
and HPV, which have been found to be associated with various cancers [35–39].

Discrimination and Risk Behaviors

Both the Institute of Medicine and National Institutes of Health have identified the 
need for greater research about the health disparities of transgender people [15, 
40]. What is known from existing research is that many transgender people have 
experienced some form of discrimination or harassment related to their gender non-
conformity and that discrimination has been linked to many risk behaviors that 
could increase their cancer risks. What is also known is that many of them strug-
gle with substance use [41–49]. However, tobacco and alcohol use among trans 
people is less well known. Studies examining the tobacco and alcohol use among 
Lesbian, Gay, Bisexual, and Transgender (LGBT) populations do not differentiate 
between the different groups [50–53]. Studies have found those with experiences of 
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discrimination due to their gender identity to smoke and to use alcohol more often 
[29, 53]. There is reason to believe that trans people may utilize tobacco and alcohol 
as a form of coping due to their disadvantaged status, and lung and liver cancer risk 
associated with smoking and alcohol abuse, respectively, is well established [54]. In 
addition, the social factors related to discrimination can also influence their utiliza-
tion and access to important health related resources [55–57].

Access to Care Issues Among Trans People

Discrimination can affect people’s access to health resources (employment prob-
lems and health insurance), coping resources (social support), and mental and 
physical health problems (depression and substance use) [57–60]. Experiences or 
even the perception of discrimination by health care workers can have a significant 
impact on a range of health outcomes specifically by influencing their help seeking 
behavior.

Health care service providers have found that getting trans people the services 
they need (e.g. primary health care, substance use treatment, and housing) can be 
difficult for several reasons. Many trans adults are denied insurance coverage be-
cause of their use of hormone treatment and a diagnosis of gender identity disorder. 
Some providers may not want to work with trans clients [61]. Lack of sensitivity on 
the part of health care providers themselves may adversely influence whether trans 
people will access treatment and remain within it [43–45]. Trans people might resist 
seeking treatment because others have reported past discriminatory treatment on the 
part of service providers.

The National Transgender Discrimination Survey (NTDS) identified many prob-
lems identified by trans people regarding their experiences with and access to health 
care. Within their sample of 6450 transgender identified people, 19 % reported be-
ing refused treatment by a doctor or other provider because of their transgender or 
gender non-conforming status [29]. Additionally, 28 % of their participants reported 
verbal harassment within the doctor’s office or other medical setting. Even more 
problematic, those who disclose their trans identity to their doctor were more likely 
to report being denied care (23 % vs. 15 %).

Even when trans people are able to access care, their provider may not have 
the information to properly care for them. Half of the study participants reported 
having to educate their provider on trans health issues. Among those most likely 
to report having to educate their providers were female to male trans people, those 
living full-time as their identified gender, and those on a public insurance program 
(Medicaid, etc.). The problems people experience with health care providers are not 
surprising, given the attitudes many physicians may have concerning trans people. 
Studies have found some physicians believe transsexual women to be emotionally 
disturbed or immoral [62]. Fortunately, there has been some improvement in physi-
cians’ attitudes over time [63].
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Given these issues many trans people will choose to postpone needed health 
care. Within the same study, 28 % postponed or avoided needed medical treatment 
due to discrimination or disrespect from providers, and 33 % postponed preventive 
health care [29]. In regards to cancer care, this means that many trans people are 
not receiving important cancer screenings and possibly delay care to a point when 
their cancer becomes too serious to treat effectively. An example is presented in the 
documentary, Southern Comfort, which follows the last year in the life of Robert 
Eads, an FTM transsexual who died of ovarian cancer when his attempts to find a 
medical provider failed because the doctors in his community did not want to treat 
a trans patient [64].

Trans people’s access to health insurance can also contribute to their postpone-
ment/avoidance of health care. Within the NTDS, 19 % reported not having health 
insurance, which is 4 % greater than that of the United States percentage (15 %) 
[65]. Many participants reported postponing needed medical care (48 %) and pre-
ventive care (50 %) because they could not afford it. Trans people’s relationship 
with health insurance have been very problematic [61]. The need for trans specific 
care creates additional hardship for people. Even individuals with insurance may 
have trouble accessing primary and gender specific health care. Only a few doc-
tors and clinics make hormones and related procedures available to patients (and 
may not accept Medicare or Medicaid). Very few insurance companies allow sex 
reassignment procedures under their plans, leaving even those who do have health 
insurance with few options in accessing gender related medical care. Much of their 
medical expenses come out of pocket, and many times they will have to search to 
find a doctor/clinic that will provide them the care they need even if that means 
having two sets of providers: One for their trans related services and another for 
their other health care. This creates a problem when physicians may not know of 
each other’s existence and their ability to provide needed care to their trans patients.

While the reports above refer to the United States, these health care experiences 
are also common in European countries as well. In a report published by the Interna-
tional Lesbian and Gay Association (ILGA) approximately 20 % of the people they 
surveyed reported problems accessing non trans-related healthcare [66]. Follow-up 
reports that many people across Europe will avoid accessing any kind of health-
care due to the prejudicial treatment of healthcare professionals. The implication 
being that the problems faced by trans people is not unique to the US with its fee 
for service health care system, but also common within nations with state funded 
systems. The report also identified institutional-based systems for trans health care 
as providing poor care resulting from the power and control (the institutions have 
in regards to any form of trans health care) they exert over their trans patients. They 
concluded that health care providers do not have sufficient competency in treating 
trans individuals within their practice and require policies and procedures that will 
enhance their knowledge and prohibit discrimination.
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Affordable Care Act and Trans Health

The Patient Protection and Affordable Care Act (ACA) enacted in 2010 has been 
designed to solve the major problems facing the United States health care system 
[67]. Its major goals are to improve people’s access to health insurance and re-
move many of the actions that health insurance companies used to deny coverage 
to people (removing limitations on pre-existing conditions, etc). The law also pro-
vides citizens with access to preventive care that should help identify and improve 
health outcomes of many chronic diseases like cancer. What is most significant for 
trans people was not addressed directly by the legislation, but was addressed by the 
Dept. of Health and Human Services through its interpretation of that legislation. In 
a letter from the Dept.’s Office of Civil Rights it stated that they will consider dis-
crimination based on gender identity and sex stereotypes as a form of sex discrimi-
nation under the Affordable Care Act [68]. The implication being that people will be 
protected under the ACA for discrimination resulting from their gender identity or 
expression, and that trans people should have better access to health care. The law’s 
focus on preventive care means that trans people will potentially have better access 
to cancer screenings and subsequent care.

However, trans people may still experience discrimination regardless of the cur-
rent administrative changes. An example, Jennifer Blair attempted to access a pro-
gram to provide mammograms to low income women funded by the Centers for 
Disease Control and Prevention (CDC) and was denied because CDC guidelines 
did not include trans women as being eligible because they require their participants 
to be “genetically female” [69]. This policy was eventually changed by December, 
2013 to include trans women, but there remain other challenges in regards to how 
trans people can access health care [70]. Many cancers, especially those found in 
reproductive organs, have attained a gendered aspect in that public perception and 
health programming become focused on people’s gender rather than their body. 
The result are experiences like the above where someone was denied access to 
care because they did not fit a specific label, even though breast cancer is not just 
found within people who are “genetically female”. Older trans women will require 
screening tests for breast and prostate cancers, as well as for testicular cancer if they 
still retain those organs. The gendered aspect of these cancers will likely mean that 
health insurance and other programs may deny them access to care because women 
“do not have prostates or testes” or in the case of Jennifer Blair not seen as women 
at all. Trans men will face the same problems in accessing gynecological care. So 
while the ACA could be very beneficial for trans people in regards to accessing af-
fordable health care, we do not know at this time whether they will be able to access 
care that will encompass their entire biological status or limited to what is expected 
for their legal gender.
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Recommendations

The primary issue needed in improving the health of trans people is to expand our 
knowledge beyond HIV, substance use, and violence as health issues. Not to say 
that these are not important, they are, but to focus solely on these does a disservice 
to trans populations by creating the image that trans people do not have other issues 
or by the lack of trans specific knowledge regarding cancer and other illnesses. The 
primary way to focus more attention on the diverse health issues facing trans popu-
lations is to improve and increase the health research on trans health issues.

Much of what is known regarding cancer risks and experiences in general is 
based upon the health surveillance done by the federal government. However, those 
studies do not include measures to identify trans populations or their unique risk 
factors (hormone use). One of the arguments made regarding the lack of inclusion 
within general population health studies was the lack of validated measures that can 
reliably identify trans populations and limit error and misunderstandings among 
cis populations. A report by the Williams Institute summarized potential measures 
that can be used within these types of studies to identify the health issues of trans 
individuals. One study found the use of a two question method was able to work 
within a population of college students [71]. Another methodological problem will 
be the sampling of sufficient numbers of trans people in order to conduct effective 
analysis.

A growing issue is the number of young people who are beginning their transition 
at younger ages. The result will be many trans people using exogenous hormones for 
most of their lives. The result could be that the later cancer risks of trans people who 
transition young could be similar to that of the general cis population in regards to 
hormone sensitive cancers (such as the case of breast cancer). The studies examining 
the impact of hormones among those transitioning from one gender to another pri-
marily focused on people who began their transition later in life. Research must be-
gin to focus on the health issues of young people transitioning in order to assess the 
health issues they are likely to experience in their later years. Another issue that can 
affect the experiences of young transitioning, trans people will be the age in which 
certain surgeries occur (removal of reproductive organs and other tissues sensitive to 
hormones) and how that can affect their risk for cancers of those organs.

Greater access to healthcare for preventive and more specific cancer treatments 
would greatly help trans populations. The activities around the Affordable Care Act 
have the potential to provide many trans people with health care they may not have 
been able to access otherwise. However, the inconsistent acceptance of the Med-
icaid Expansion will mean that many low income trans people will still not have 
access to health insurance within the United States. There are also other barriers 
in regards to trans people’s access to health care, the primary issue are the many 
exclusions that are used to prevent trans people from accessing needed health care.

Anti-discrimination policies need to be developed and enforced that will prevent 
trans people from being discriminated against in their access to insurance or by the 
actions of health providers. Currently, policies are in place as part of the ACA that 
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can protect trans people, but that protection could be dependent on what presidential 
administration is currently in place. Even within a relatively friendly administra-
tion, discriminatory policies can still persist [69]. The issue of discrimination is still 
an issue within many health settings when trans specific care is needed, such as the 
case of trans men needing pap smears and related services and trans women needing 
similar care requiring a sensitive and knowledgeable provider. Sometimes situations 
arise that can negatively impact the health care of trans people. A recent demand 
made by the American Board of Obstetrics and Gynecology for its members (who 
they require for their certification) to only treat women [72]. A Board representative 
stated that “the specialty of obstetrics and gynecology was specifically designed to 
treat problems of the female reproductive tract and was restricted to taking care of 
women”. This policy was quickly changed [73], but it is another example of how 
policy can change regarding the provision of medical care that could potentially af-
fect trans people. The issue regarding trans people was not discussed, but the ques-
tion remains regarding how trans people are to be treated, and this is an example 
where health care providers require greater education on trans health issues.

The greater access to trans specific health care can be very important in protect-
ing trans people from many cancers. The most specific is by removing potential 
organs that can become cancerous. However, the primary way trans specific care 
can aid in the prevention and treatment of cancers is by improving trans people’s 
engagement with their provider and with their health care in general. This has been 
found to be the case in regards to HIV related services [74].

Providers and trans people alike can benefit from greater education regarding 
trans people’s risks and issues regarding cancer. The sensitive nature regarding trans 
people’s bodies requires providers and health programs to utilize cultural competent 
care and information. There is movement to incorporate trans specific issues within 
the education of health care providers and in developing programs for trans people 
[75–78]. Tobacco cessation programs have been very involved in developing pro-
grams specifically for trans (and lesbian, gay, and bisexual) populations [77]. These 
programs work to make sure program materials include trans relevant materials 
and that staff are knowledgeable about trans issues. The goal becomes to create 
resources that encompass the many issues faced by trans people in regards to cancer 
prevention and care. These resources will be able to benefit both trans patients and 
health care providers.

Conclusion

Compared to health issues like HIV/AIDS, there is still little known regarding the 
cancer risks and experiences of trans people. Identifying next steps falls into three 
goals: (1) to increase and improve health research regarding trans populations, (2) 
to prevent the discrimination of trans people within health care (including insur-
ance), and (3) to improve the cultural competency of health care providers. All of 
these require a conscious effort on the part of governmental and private entities 
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to change how they collect data and in how they treat trans people. To get there 
requires greater advocacy and education. We are at the point now regarding cancer 
and related health issues as we were regarding HIV/AIDS approximately 15 years 
ago. There is work being generated that is getting people’s attention and it is im-
proving the amount and kind of care trans people can expect, but there is still much 
that needs to be done.

Recommendations for Clinical Care

1. An important tool for health providers serving trans people include an anatomy 
inventory to help identify potential cancer screening needs. Additionally, elec-
tronic health records need to ensure that important information regarding trans 
people is collected [79].

2. Trans people need to be represented within all studies including prevention and 
epidemiologic studies.

3. The support of cancer survivors who are trans is an important issue to address. 
However, trans people’s access to survivor groups is difficult, especially con-
cerning cancers that are tied to specific genders. Trans men may have problems 
with support networks that consist primarily of cisgender women, and the same 
can be said regarding trans women and men’s support networks. It is important 
to identify and even create trans competent cancer support networks.

4. There are many resources that can aid health providers in becoming more com-
petent in regards to the care of trans people. The following organizations provide 
services and information in regards to the health of trans people.

a. The Center of Excellence for Transgender Health, http://transhealth.ucsf.
edu/. Is a long running program dedicated to increasing access to comprehen-
sive, effective, and affirming health care services for trans and gender-variant 
communities.

b. World Professional Association for Transgender Health (WPATH), www.
wpath.org/.  International multidisciplinary professional association promot-
ing evidence based care, education, research, advocacy, public policy and 
respect in transgender health.

c. GLMA: Health Professionals Advancing LGBT Equality http://www.glma.
org/. Works to ensure equality in healthcare for lesbian, gay, bisexual and 
transgender (LGBT) individuals and healthcare providers.
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Abstract In the past two decades there has been a proliferation of research, ser-
vices and political and social advocacy for sexual minority individuals. Despite 
these gains, knowledge about sexual minorities of color remains quite limited. The 
majority of studies on LGBT and cancer are hindered by low representation of non-
Whites and few studies have large enough samples of people of color to permit reli-
able statistical analyses and meaningful results. Smaller-scale studies that rely on 
volunteer samples often include larger proportions of race/ethnic minority women, 
but even studies that purposefully target these groups are limited by relatively small 
subgroup sample sizes, particularly for groups other than African American and 
Latina. At least part of the problem of recruitment of LGBT individuals of color 
relates to historical distrust of research and White researchers in communities of 
color. However, other factors likely include the lack of cultural competency of 
researchers, failure to utilize evidence-based and proven approaches to recruit and 
retain individuals of color, research protocols that include exclusion criteria that 
disproportionately impact participants of color, and the reluctance of some peo-
ple to disclose a sexual- or gender-minority status, to name just a few challenges. 
Against this backdrop of limited empirical data, we provide an overview of the 
unique issues facing LGBT individuals of color, and provide a discussion of general 
and unique risk factors across the cancer control continuum.

Introduction

In the United States, cancer cases are expected to increase 45 % by 2030, becoming 
the leading cause of death in [1]. In 2012, it was estimated that nearly 1.6 million 
cases of cancer were diagnosed—790,740 cases for women in particular [2]. In 
2013, another 1.7 million cases are expected to be diagnosed in the United States, 



262 A. K. Matthews et al.

and about 580,350 US Americans are expected to die of cancer this year. The toll 
exacted by cancer is not evenly distributed across U.S. populations, with demon-
strated cancer disparities among subsections of the population based on a range 
of factors including socioeconomic status, race/ethnicity, residence, and sex. As 
shown in Table 16.1, among both men and women, racial and ethnic minorities—in 
particular African Americans are disproportionately burdened with cancer. To il-
lustrate, breast cancer is the most common cancer in African American women [2]. 
Long-term survival rates for breast cancer among African Americans are signifi-
cantly lower than their White counterparts despite a lower breast cancer incidence 
rate (78 vs. 90 %). Similar disparities by race exist in cervical cancer incidence and 
mortality rates, with African American women having a 2.6 % higher incidence than 
White women [2]. Moreover, cancer mortality rates are 7.7 % higher in African 
American women than White women [2]. Among men, the patterns are similar with 
African Americans and Latinos experiencing the highest rates of cancer and mortal-
ity associated with cancers. Reasons for such inequities include a number of interre-
lated (i.e. sociocultural, linguistic, economic, structural) barriers to prevention and 
treatment [3]. There are other subpopulations who report even great risk for cancer 
rates specifically, the lesbian, gay, bisexual, and transgender (LGBT) populations.

Cancer Disparities and LGBT Populations

In response to the clear and persistent trends the elimination of cancer-related health 
disparities among racial/ethnic minorities has been a national public health prior-
ity. For the first time Healthy People 2020, the nation’s roadmap for improving 

Table 16.1  Age-adjusted cancer incidence rates by race/ethnicity: United States, 2010*
Cancer site All African 

American/
Black

American 
Indian/Alaska 
Native

Asian/
Pacific 
Islander

Hispanic White

Breast 118.7 117.2 61.2 85.8 86.1 119.5
Cervical 7.5 9.8 6.3 6.3 9.6 7.2
Colon-Rectum 
(Women)

35.4 42.6 27.0 28.5 29.4 34.4

Colon-Rectum (Men) 46.2 56.9 32.1 38.5 41.7 45.2
Age-Adjusted Cancer Death Rates by Race/Ethnicity: United States, 2010*
Breast 21.9 30.2 11.4 11.7 14.3 21.3
Cervical 2.3 3.9 22 1.7 2.6 2.1
Colon-Rectum 
(Women)

13.0 17.6 9.7 9.8 9.4 12.6

Colon-Rectum (Men) 18.7 27.5 14.2 13.1 15.7 18.1
*Note: Rates are per 100,000 persons: U.S. Cancer Statistics Working group. United States Cancer 
Statistics: 1999–2010 Incidence and Mortality Web-based Report. Atlanta: U.S. Department of 
Health and Human Services, Centers for Disease Control and Prevention and National Cancer 
Institute; 2013. Available at: www.cdc.gov/uscs
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the health of US Americans, also includes sexual minorities as a priority. Although 
precise data on cancer rates among lesbians are lacking [4], evidence suggests that 
sexual minority status may contribute to excess risk for the development of certain 
types of cancers, including breast cancer [5, 6], anal cancer [7], lung cancer [8] and 
cancers associated with HIV/AIDS [9]. The causes of these disparities are complex 
and likely influenced by the same factors that drive cancer disparity rates among 
African American and other underserved populations. These factors include poor 
continuity of care [10]; socioeconomic factors, such as lack of adequate insurance 
coverage [11]; medical mistrust [12]; cultural and emotional factors [13]; and pro-
viders’ unintentional bias and inadequate cultural competency [14].

To date, few cancer-related studies have been conducted with LGBT people of 
color. Until additional research is available, clinicians, researchers, and policy mak-
ers must extrapolate from the extant literature on race/ethnicity and sexual minori-
ties in general. However, an intersectional analysis would suggest that neither lit-
erature will adequately capture the experiences of LGBT people of color [15]. Due 
to exposure to multiple interlocking systems of oppression, sexual orientation likely 
exacerbates existing racial/ethnic disparities among LGBT people of color [15].

At this point it is important to note that similar to the population at large, LGBT 
individuals of color will come from multiple and diverse communities, each with 
their own cultural norms, attitudes, behaviors, and beliefs. However, the experienc-
es of belonging to two distinct identity groups—one based on race/ethnicity and the 
other based on sexual orientation and/or gender identity—may create some com-
monalities linking members of diverse LGBT communities of color based on shared 
experiences of oppression and discrimination. That being said, this chapter will not 
be a comprehensive review of each of the primary racial/ethnic groups residing in 
the U.S. nor, due to lack of data, will it be an adequate review of any one racial/eth-
nic group. Instead the purpose of this chapter is to describe the extant literature on 
cancer-related disparities across the cancer continuum in LGBT populations. Where 
possible, an emphasis will be placed on highlighting the unique needs and concerns 
of LGBT of color, aiming to improve the experiences and outcomes associated with 
cancer in these diverse communities.

Cancer and LGBT Communities of Color

In the past two decades there has been a proliferation of research, services and 
political and social advocacy for sexual minority individuals. Despite these gains, 
knowledge about sexual minorities of color remains quite limited. The majority 
of studies on LGBT and cancer are hindered by low representation of non-Whites 
and few studies have large enough samples of people of color to permit reliable 
statistical analyses and meaningful results. Smaller-scale studies that rely on vol-
unteer samples often include larger proportions of race/ethnic minority women, but 
even studies that purposefully target these groups are limited by relatively small 
subgroup sample sizes, particularly for groups other than African American and 
Latinos. At least part of the problem of recruitment of LGBT of color relates to 
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historical distrust of research and White researchers in communities of color [16]. 
However, other factors likely include the lack of cultural competency of researchers 
[17], failure to utilize evidence-based and proven approaches to recruit and retain 
individuals of color [18], research protocols that include exclusion criteria that dis-
proportionately impact participants of color [19], and the reluctance of some people 
to disclose a sexual- or gender-minority status [20], to name just a few challenges. 
Against this backdrop of limited empirical data, we provide an overview of the 
unique issues facing LGBT of color, and provide a discussion of general and unique 
risk factors across the cancer control continuum.

LGBT Research Across the Cancer Control Continuum

In 2009, the Institute of Medicine (IOM) published a comprehensive review of ra-
cial and ethnic disparities in health care [14]. In this report, a model was presented 
that posited health care disparities arise from a complex interplay of economic, 
social, and cultural factors (see Fig. 16.1). The model also emphasized that dispari-
ties can occur at multiple phases along the cancer control continuum. As seen in 
Fig. 16.1, the cancer control continuum includes cancer prevention, early detection, 
diagnosis and treatment, survivorship and end-of life care. In the following sections, 
we discuss each phase of the cancer control continuum and briefly review the avail-
able literature on LGBT populations, and information specific to LGBT of color 
were available.

Prevention Behavioral and lifestyle factors have been identified as contributing to 
cancer disparities based on race/ethnicity [22]. In the general population, modifi-
able health risk behaviors with strong links to cancer include tobacco and alcohol 

Fig. 16.1  Factors that influence health disparities. (Source [21]; Uses with Permission)
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use, level of physical activity, and body weight status [23]. Sexual minority indi-
viduals have numerous behavioral risks for cancer including high rates of obesity, 
high rates of alcohol and tobacco use; and among women, reproductive risk factors 
such as nulliparity; lower rates of birth control use, and older age of first birth 
[24–30]. The negative impact of these factors may be compounded by the combined 
influences of a sexual minority status and a racial minority status. For example, 
78.2 % of African American women meet criteria for being overweight and 49.6 % 
for obesity, while 61.2 % of White women meet the criteria for being overweight 
and 33.0 % for obesity [31]. A more recent study [32], found that compared with 
heterosexual women of the same race/ethnicity, White and African American sexual 
minority women had an increased likelihood of being overweight and maintaining 
that overweight status overtime. However, sexual minority status was unrelated to 
weight among Latinas and inconsistently linked to weight among Asian women. 
Among men, sexual minority status was protective against unhealthy weight among 
all major racial/ethnic groups examined.

The lack of behavioral interventions aimed at reducing cancer risk behaviors 
among sexual minority populations is another important barrier to improving can-
cer outcomes. HIV and STI prevention studies represent the highest proportion of 
behavioral and health promotion intervention involving LGBT participants [33]. 
Studies associated with tobacco cessation are emerging in the literature [34–36]. 
However, the available literature points to a clear need for additional research aimed 
at increasing physical activity, smoking cessation, and diet and nutrition. Studies 
examining the comparative benefit of culturally tailored versus non-tailored inter-
ventions remain a priority as well as studies that are specifically focused on LGBT 
communities of color [37].

Detection and Diagnosis Cancer screening behaviors may directly contribute to 
elevated risk for late-stage diagnosis and poor cancer outcomes. Primary among the 
target strategies for reducing cancer health disparities is increasing access to and 
participation in cancer screening by racial and ethnic minorities [38]. In the gen-
eral population, racial/ethnic minorities are more likely to be diagnosed with more 
advanced stages of cancer compared to Whites [39]. Racial/ethnic minorities are 
also less likely to follow up on abnormal mammography results in a timely fashion, 
which leads to a decreased likelihood of being diagnosed at earlier stages of cancer 
formation [40]. Sexual minority women have also been identified as a population 
at risk for late-stage diagnosis of cancer [25]. Grindel et al. [41] found that among 
lesbians, rates of breast cancer screening in the past two years ranged from 58 to 
84 %. Additionally, rates of cervical cancer screening continue to be lower than 
expected for women in the general population [42]. Charlton et al. [43] reported that 
compared to heterosexual women, sexual minority women (SMW) are significantly 
less likely to report past year and ever having cervical cancer screening. However, 
one review article found the literature to be mixed as to whether there are sexual 
orientation group disparities in mammographic screening [44]. In one of the few 
studies reporting on African American SMW, Ramsey et al. [45] found that 35 % 
of a sample of 1596 African American lesbians, age 18–70 years, reported they did 
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not see a gynecologist regularly. Matthews et al. [42] reported on cancer risk and 
screening behaviors of African American SMW. Eighty-five percent of women over 
the age of forty reported ever having a mammogram and 69 % reported having been 
screened in the previous year. The majority of participants reported ever having a 
Pap test but reports of past year screening were low (68 %). A limitation of the two 
previous studies was the lack of a heterosexual comparison group. At least one 
study did not find differences based on sexual orientation in samples of women of 
color in having recent mammograms [46].

Despite consistent reports of lower screening rates, little is known about the fac-
tors contributing to the disparity. The research to date suggests that health care fac-
tors place SMW women at late stage detection and treatment of cancers including 
a lower likelihood of having medical insurance, poor access to health care services, 
the lack of culturally competent health care providers, and unmet medical needs 
[47]. Among heterosexual women, these factors have been directly related to lower 
screening rates. Although access to health care is a known barrier to cancer screen-
ing, Kerker et al. [48] found that SMW were less likely than heterosexual women 
to have had routine breast or cervical screening, even after controlling for health 
insurance coverage. One factor that may serve as a unique barrier to screening for 
SMW is homophobia and the lack of cultural competency of health care provid-
ers. Research suggests that SMW are less likely to engage in preventive health 
care [49]. This may be in part explained by communication barriers with health 
care providers arising from fears of homophobia or based on past negative experi-
ences [48]. Perceived discrimination in health care settings has been associated with 
lower rates of cancer screening among SMW. Tracy et al. [50] found non-routine 
screeners were more likely to delay seeking healthcare and less likely to disclose 
sexual minority orientation to their primary care physician as a result of perceived 
discrimination. Further, health care providers frequently do not ask about sexual 
orientation or assume heterosexuality which also serves as a key barrier to appropri-
ate health care [51].

Among gay and bisexual men, little is known about adherence to colorectal or 
prostate screening recommendations. However, more is known about anal cancers 
with research being conducted that examined knowledge and risk perception [52], 
studies examining uptake of anal cytology screening among HIV positive men who 
have sex with men (MSM) [53], barriers and facilitators to routine human papillo-
mavirus (HPV) screening [54], and the psychological impact of anal cancer screen-
ing among HIV-infected MSM [55]. In a study examining uptake of HPV screening 
among MSM, D’Souza et al. [56] found that anal Pap screening was uncommon 
among a large sample of MSM with rates somewhat higher among HIV-infected 
MSM (10 % vs. 39 %). Most study participants expressed moderate or strong inter-
est in screening (86 %) with high rates of uptake of screening when offered (85 %). 
Declining to have screening was associated with being African American suggest-
ing a potential for HPV-related anal cancers among MSM secondary to lower rates 
of screening.
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Treatment Individual experiences within the health care system influence attitudes 
about receipt of health care services and potentially also the utilization of health 
care services [57, 58]. The quality of the patient-provider interaction is one impor-
tant component of a patient’s experience within a health care setting [59]. Research 
suggests that health care providers who are more informative, give more explana-
tions, show more sensitivity to the patient’s concerns, and offer more reassurance 
and support tend to have patients who are more satisfied with care, have a greater 
understanding of health issues, and are more committed to treatment recommenda-
tions [60]. Problems within the patient-provider relationship have been shown to 
contribute to a reduction in treatment seeking [61], engagement in health care [62], 
perceptions of the quality of health services received [63], as well as treatment 
satisfaction and emotional adjustment to illness [64]. The hypothesized mechanism 
for the relationship between patient-provider relationship variables and health out-
comes is thought to stem from the links between positive patient-provider interac-
tions which leads to patient satisfaction and adherence to recommended treatments 
[65].

In the general population, demographic characteristics have been shown to cor-
relate with health and health care experiences. For example, Johnson et al. [66] 
conducted a study to examine the association between patient race/ethnicity and 
patient-physician communication during medical visits. The results showed that 
physicians behaved more verbally dominant and offered less patient-centered com-
munication with African American patients than with White patients. Moreover, 
both African American patients and their physicians exhibited lower levels of posi-
tive affect than White patients and their physicians did [66]. Although racial dis-
parities remain a significant concern, bias and discrimination in health care settings 
due to sexual minority status is well established [67, 68]. Other barriers for LGBT 
persons include physician ignorance regarding LGBT health risks and needs [69, 
70], reduced access to preventive health services [71], lack of insurance coverage 
or access to partner benefits [72, 73] clinicians’ homophobia [74] and poor access to 
culturally competent, preventive, and ongoing health care services [47]. Combined, 
the above factors may act as formidable barriers to accessing high quality health 
care. However, the available literature suggests that while sexual minorities may 
have different preferences in cancer treatments (i.e., lower rates of breast recon-
struction among lesbian breast cancer patients) [75], differences in overall quality 
of care have not been identified.

Post-Treatment QOL and Cancer Survivorship Cancer treatments have advanced 
significantly in the past thirty years. Currently, about 65 % of all people with cancer 
can expect to live at least 5 years after their diagnosis. Nevertheless, cancer survival 
may be associated with short- and long-term physical and psychological morbidity 
secondary to the effects of cancer and related treatment. The Institute of Medicine 
(IOM) highlighted the importance of mental health services for cancer patients and 
survivors [76]. The IOM report noted that psychosocial problems are common and 
may include fear of cancer recurrence and death, anxiety and depression, feelings 
of alienation and isolation, problems with interpersonal relationships, and economic 
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hardships related to cost of care, job loss, and employment and insurance discrimi-
nation. Given the rapidly increasing number of cancer survivors, more research 
looking at the impact that cancer diagnosis and treatment have on quality of life, and 
factors that affect the quality of cancer survivorship, is highly warranted.

Among sexual minority populations, the largest preponderance of research as-
sociated with cancer has focused on issues associated with the survivorship period 
and have primarily been conducted with sexual minority women with a history 
of breast cancer. These studies have included examinations of quality of life [75, 
77], emotional adjustment [78, 79], sexual functioning [80], supportive needs and 
resources [81], and physical health symptoms and morbidity [82]. Results were 
mixed as to whether sexual orientation negatively impacts women’s experiences in 
the survivorship period with some studies suggesting differences in adjustment and 
response while other studies have found no differences. Inconsistencies in results 
are likely due to the range of issues addressed and the relatively small number of 
studies that exist. As in most other areas of cancer research involving LGBT indi-
viduals, the majority of studies examining the survivorship period were unable to 
compare outcomes based on race/ethnicity. Further research is needed to examine 
the survivorship needs and experiences of LGBT people of color especially as it 
relates to the availability of family specific emotional and tangible support.

Conclusions

Cancer initiatives over the last 40 years have resulted in earlier detection, advanced 
treatment, and increased prevention efforts. Progression in the field is evidenced by 
a substantial decrease in overall cancer mortality rates and an increase in the 5-year 
survival rate in the general population. However, as the second most common cause 
of death in the United States, cancer remains a significant public health concern as 
it continues to disproportionately affect particular segments of the U.S. population 
[83]. Individuals at the intersections of race/ethnicity and sexual minority status 
may be at elevated risk for poor outcomes across the cancer care continuum due to 
the combined impact of poor adherence to cancer screening, barriers to adequate 
health care services and engagement in cancer promoting health risk behaviors. The 
paucity of information about the needs and experiences of sexual minorities of color 
suggest the need for prioritizing research that has implications for all aspects of the 
cancer control continuum.
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Abstract Through years of public health work we now understand it is not biology 
but social factors that determine most of a person’s lived experience of health. Thus 
these social factors, most especially the different manifestations of stigma, strongly 
determine the lived experience of health for LGBT people. The social factors repre-
sent community norms. These community norms are in turn influenced, or in cases 
curtailed, by public policies. This chapter will explore how public policies have an 
influence on the lived experience of health along the full cancer control continuum.

Through years of public health work we now understand it is not biology but so-
cial factors that determine most of a person’s lived experience of health [1]. Thus 
these social factors, most especially the different manifestations of stigma, strongly 
determine the lived experience of health for LGBT people. The social factors repre-
sent community norms. These community norms are in turn influenced, or in cases 
curtailed, by public policies. This chapter will explore how public policies have an 
influence on the lived experience of health along the full cancer control continuum.
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LGBT Policy Overview in the United States [2]

The issue map above from the National Gay and Lesbian Task Force shows the sta-
tus of LGBT civil rights coverage in the United States. In each of the white regions, 
it is perfectly legal to fire a person for being LGBT, or refuse them housing, or ac-
cess to a restaurant or hotel. In the grey regions, LGB but not T people are protected. 
In the black states, LGB and T people are protected. Even in the areas where nondis-
crimination protections exist, this does not ensure nondiscrimination in educational 
environments, from elementary schools up through medical schools. To understand 
the experience of an LGBT person with cancer, it is important to know this infor-
mation—because almost every LGBT person carries this information with them 
into each healthcare interaction. While it is not well understood in the mainstream 
population, the LGBT communities know civil rights are not guaranteed, it is too 
often legal for people to discriminate against LGBT people in jobs and in health.

The net effect of the lack of consistent nationwide nondiscrimination laws is that 
LGBT people do not have a basis of the same legal protections that provide a mea-
sure of safety and security to non-LGBT people. While community norms may have 
changed on some of these points, for example it is rather rare to fire someone for 
being gay today, they are not uniformly protected by public policy. Those who are 
more demonstrably different, such as trans people who cannot pass as gender nor-
mative, or effeminate gay men, or those who are also members of other stigmatized 
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populations, such as LGBT people of color, are less likely to reap the benefits of the 
changing community norms.

What is Policy Inclusion for LGBT People?

Considering there are no federal nondiscrimination protections and there is a robust 
history of discrimination in health against LGBT people, any entity who does not 
go out of their way to demonstrate equitable treatment of LGBT people risks being 
a presumptive member of a class that discriminates against LGBT people. This is 
as valid for policy as it is for individual practitioners—policies that do not specify 
LGBT inclusion often support the historical status quo, ultimately achieving LGBT 
exclusion.

Crosscutting Issues: Surveillance and Research

Any discussion of policies affecting LGBT health usually starts with this topic. 
Health policies and services, no matter where they intersect the cancer continuum, 
are built on a foundation of surveillance and research. Those two foundational piec-
es then flow into policy-making, which then guides allocations, which in turn guide 
intervention programs. In this stream of health decisionmaking LGBT people are 
usually confounded at the very first two steps, surveillance and research.

In almost all federal surveillance systems, LGBT data are not routine demo-
graphic elements. Without data collection, there is never an evidence base of dis-
parities from which to build explicit policy inclusion. While the first evidence of a 
significant smoking disparity for LGBT populations was reported in the mid-1990s 
[3], almost 20 years later there is still no data about LGBT cancer disparities. The 
piecemeal evidence that exists often does not meet the bar of proof needed for pol-
icy interventions and funding decisions. Thus the first and most widespread policy 
impact on LGBT cancer is the existing policy of masking LGBT health disparities 
by not including LGBT measures in routine surveillance or health research.

There have been several advancements in data collection over recent years. In 
2012, after years of advocacy and education, the Secretary of the HHS reported 
they would be adding LGBT measures to the federal surveillance system which is 
a benchmark for more health goals than any other, the National Health Interview 
Survey (NHIS) [4]. Unfortunately, testing for a transgender measure was halted 
for more input, and has not yet resumed at the time of this writing. A newly tested 
“sexual identity” measure [5] was added to NHIS in Spring of 2013, and should 
soon yield a wave of new data to analyze.

In 2013, in an attempt to address the continued lack of progress on transgender 
data collection, HHS announced it was urging states to add LGB & T measures to 
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their state surveillance systems, the Behavioral Risk Factor Surveillance System, 
and the associated Youth Risk Behavior System [6]. Is it is from aggregated state 
data from these surveys that the first clear data on risk factors are starting to emerge. 
For example, lesbians have a 30 % reduced odds of having an annual physical [7]. 
It is also these data that have already started to demonstrate that existing theories 
do not yet span the breadth of LGBT health disparities. For example, what theory 
accounts for the newly discovered fact that LGB adolescents use seat belts less 
often than others [8]?

Because the sample size for the BRFSS and YRBS is so high, getting tested 
LGBT measures on these surveys would yield a waterfall of data on LGBT cancer 
related behaviors. Unfortunately, even with federal urging only 17 states have now 
included LGBT measures [9]. In addition, not all of the measures are well-tested, 
so there remain concerns the resultant data, especially the trans data, might not be 
high value.

With the number of high quality full probability studies on LGBT smoking alone 
the existence of an LGBT-specific cancer disparity, has already been established. 
What is missing are surveillance and reporting data. Surveillance data are different 
from full probability studies for several reasons: first, states and the federal govern-
ment rely on these data for policy decisions; second, they are considered higher 
standard of evidence and thus hold more weight for demonstrating need in propos-
als; third, since these are often the largest surveys, they are more likely to provide 
much needed evidence on the quality and magnitude of health gaps. Reporting data 
are the only way different types of cancers are tracked in different populations. 
Until LGBT data are included in all facets of health data collection as a routine part 
of a demographic battery, LGBT cancer disparities will continue to be masked by 
inexact science.

Crosscutting Issues: Funding

Funding mechanisms rarely state they are LGBT inclusive, which unwittingly cre-
ates ambiguity among applicants. This likely depresses the number of LGBT tar-
geted proposals received, especially for those funding streams which are especially 
labor intensive, such as research proposals through National Institutes of Health 
(NIH). A recent analysis of NIH awards that mention LGBT by health topic area 
found a particular paucity of LGBT awards focused on cancer or tobacco. Of the 
628 studies from 1989 through 2011 that mentioned LGBT, only 35 focused on 
cancer and only eight focused on tobacco [10]. The Network for LGBT Health Eq-
uity has put out a policy sheet, “LGBT Cultural Competency in Funding” [11]. In it 
they recommend three strategies to ensure funding announcements are welcoming 
to LGBT applicants:

1. When announcing funding, routinely identify LGBT people as a priority 
population.

Scout



27917 Policy and its Impact on LGBT Cancer

2. Whenever possible, directly fund LGBT organizations.
3. Ensure the grant review process is also welcoming.

The 2011 Institute of Medicine report on LGBT health developed a series of rec-
ommendations to make NIH research more LGBT-inclusive [12]. Their seven top 
recommendations are listed here:

1. Create a full research agenda on LGBT health
2. Conduct consistent and routine LGBT data collection
3. Test best measures for such data collection
4. Record LGBT status in electronic health records
5. Research how to best reach our hard-to-find communities
6. Create a comprehensive training program to build the cadre of researchers
7. Set a standard whereby LGBT people are identified and routinely included in 

mainstream research.

As of 2015, while NIH has made significant strides on LGBT research inclusion, 
none of the Institute of Medicine recommendations have been implemented. The 
notable gaps in LGBT cancer research are poised to continue until larger scale in-
terventions are implemented in the premier research funding institutions.

Cancer Control Continuum: Prevention

Much has been written about the effect of stigma on the health of individuals. While 
it remains hard to measure, stigma has a depressive effect on the health of individu-
als. Sometimes direct evidence of the impact of policies on individual health has 
been recorded, for example: LGBT people in states that pass an LGBT-unfriendly 
law report more mental health problems the next year [13]. Actually LGBT people 
in states next to those who have passed LGBT-unfriendly laws also report more 
mental health problems in the next year [13]. The national policies outlined above 
have a cumulative weathering effect on LGBT individuals, likely leaving them at 
greater risk for cancer in the first place.

Tobacco Control Policies

As is covered in the chapter on tobacco, LGBT people smoke cigarettes at rates 
68 % higher than others [14]. This disparity emerges out of the stigma experienced, 
but is also related to policy inclusion decisions made by the tobacco industry, as 
compared to those made by the tobacco-control industry.



280

There is evidence from as early as 1993 that the tobacco industry companies were 
conducting market research on LGBT people [15], and tailoring outreach strategies to 
specifically include LGBT populations. The tobacco industry advertised early in LGBT 
publications, effectively setting them apart from the many companies in the 80s and 
90s who were still reluctant to tailor ads for the LGBT population. Focus groups show 
community gratitude for this early tailoring is still a factor in LGBT opinions about the 
tobacco industry today [16]. The tobacco industry showed similar market savvy in tai-
loring the ads. Sometimes a person was added to the existing ad to make it more sexu-
ally ambiguous and therefor more LGBT tailored. In other cases the tobacco industry 
specifically built ads using LGBT civil rights messaging: two such examples are above.

Likewise, as early as 1993 Phillip Morris showed similar marketing savvy by heavily 
promoting their LGBT-welcoming philanthropic work and employment policies [15].

The tobacco control arena has been slower than the tobacco industry to use tar-
geted marketing tactics to engage LGBT populations, but they are still ahead of 
many other health topic areas in LGBT inclusion. CDC’s Office of Smoking and 
Health has funded tobacco disparity networks for many years, and has included 
an LGBT network among the portfolio for the last 12 years. The consistent pres-
ence of an LGBT tobacco disparity network has had a direct impact on integrating 
LGBT concerns into many policy decisions; much of the Network’s engagement is 
about policy issues. The Network was instrumental in getting LGBT added to the 
National Partnership for Action to End Health Disparities Plan, getting a commit-
ment of LGBT data collection from HHS Secretary Sebelius, getting LGBT added 
to the HHS Tobacco Control Action Plan, and to the mission statement of the new 

Scout



28117 Policy and its Impact on LGBT Cancer

Affordable Care Act Prevention Advisory Group. The Network advised CDC di-
rectly on data inclusion in the 2012 National Adult Tobacco Survey, leading to the 
first national LGBT smoking prevalence data [14]. They have advised many states 
on data inclusion and have had a multi-year effort to work with NIH to ensure their 
health research is more inclusive. In conjunction with the Network, CDC’s Office 
of Smoking and Health has now included LGBT tailored ad in their last 3 years of 
mass media campaigns, the Tips Campaign from Former Smokers.

As strong as this activity is, there is still much more LGBT tailored activity from 
the tobacco industry as compared to the tobacco control programs. Few state level 
tobacco control campaigns have made it a policy to explicitly include LGBT tailored 
activities. Most tobacco quitlines do not train their staff on LGBT cultural competency. 
Some do not collect data on LGBT callers, again masking LGBT disparities. The to-
bacco industry has been bragging about their LGBT-inclusive employment policies 
since the 90s. As the employment chart earlier in this chapter shows, most of the state 
tobacco control programs do not have LGBT-inclusive employment non-discrimina-
tion policies. These policy gaps have a broadly depressive effect on LGBT tobacco 
control progress, which directly affects the prevalence of cancer among LGBT people.

Other Prevention Activities

Stimulus efforts then Affordable Care Act created a new wave of cancer prevention 
activities nationwide. An estimated half a billion dollars flowed into two differ-
ent funding mechanisms (Communities Putting Prevention to Work and Commu-
nity Transformation Grants) which in turn created local level programs focused 
on cancer risk reduction, specifically: physical activity, eating better, and staying 
smoke-free [17, 18]. As was highlighted by the LGBT HealthLink: The Network 
for Health Equity, despite top level LGBT inclusion in the Task Force on Prevention 
[19], the actual funding announcements for both of the mechanisms were at best 
equivocal on prioritizing LGBT inclusion [20]. Similarly, a separate funding stream 
focused on cancer prevention activities specifically was confined to racial and eth-
nic disparities. As a result, with this wave of new investment across the country, the 
LGBT HealthLink could identify few programs which included tailored activities 
for the LGBT communities. Much of this cancer prevention work is implemented 
by state and city health departments. Despite attempted LGBT prioritization in top-
level federal policy documents, the relative lack of inclusion in federal funding an-
nouncements resulted in few tailored LGBT cancer prevention programs.

Cancer Control Continuum: Early Detection

In 1995, CDC funded The Mautner Project to launch the “Removing the Barriers” 
project. This project provided LGBT cultural competency training programs for 
healthcare providers, particularly to serve their National Breast and Cervical Cancer 
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Early Detection Program (NBCCEDP) sites across the country [21]. This funding 
showed an early willingness to welcome lesbian and bisexual women into one of the 
largest cancer screening programs across the country. In 2006 this funding ceased, 
there were no more overt LGBT activities by the CDC cancer offices until they 
started to co-fund the LGBT HealthLink in 2013 [21, 22].

One example related to cancer screening demonstrates both the challenges and 
the opportunities in the current policy environment. In October of 2013, a TV station 
in Colorado broke the news that a transgender woman had been denied free breast-
cancer screenings at a local NBCCEDP site for not being “genetically female”. It is 
a credit to the growing LGBT health policy expertise at a national level that three 
organizations immediately sent letters to HHS and CDC asking for the rules gov-
erning who was eligible for care to be changed. Within days of the complaint the 
HHS LGBT liaison confirmed their HHS LGBT Issues Coordinating Committee is 
looking into revising the eligibility rules. By December of 2013 newly revised rules 
had been issued to all NBCCEDP sites across the country [23]. Their ruling was an 
interesting example of the policy moving forward even with a lack of data, illustrat-
ing the strategies used to create sound policies in such an environment.

Although there are limited data regarding the risk for breast cancer among transgender 
women, evidence has shown that long term hormone use does increase the risk for breast 
cancer among women whose biological sex was female at birth. While CDC does not 
make any recommendation about routine screening among this population, transgender 
women are thus eligible under federal law to receive appropriate cancer screening. CDC 
recommends that grantees and providers counsel all eligible women, including transgender 
women, about the benefits and harms of screening and discuss individual risk factors to 
determine if screening is medically indicated.
The Center of Excellence for Transgender Health and the World Professional Association 
for Transgender Health have developed consensus recommendations on preventive care 
services for the transgender population. Those recommendations include for ‘transwomen 
with past or current hormone use, breast-screening mammography in patients over age 50 
with additional risk factors (e.g., estrogen and progestin use > 5 years, positive family his-
tory, BMI> 35)’. [24]

Note that CDC could not suggest any screening guidelines for the population, because 
as they admit, there are limited data for the risk of breast cancer in this population. But 
failing that, they found external guidelines, in this case developed by another orga-
nization they fund through their HIV arm, the Center for Excellence on Transgender 
Health. This group worked with another internationally recognized body, WPATH, to 
develop guidelines that could be adopted by CDC, and subsequently by the hundreds 
of free screening programs they fund across the country.

The example is interesting in several ways, it shows a current willingness by 
HHS to fix policies that are unfriendly to LGBT people and a successful if unusual 
pathway for moving to those fixes expediently. It highlights how policy can be cre-
ated in the absence of data, often with the help of externally funded agencies. But at 
its core was a transgender woman who was able to take an extremely bold step; after 
being turned down from care she filed suit demanding such care and was willing to 
even go on TV to present her case. While there are many successes in this story, it 
takes an exceptional person to react to a healthcare barrier in such a public manner 
and thus this method to change policies is not easily replicable.
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Fewer LGBT People with Insurance

Screening and other prophylactic health care is often a function of insurance. There 
is a persistent myth of LGBT affluence that would lead some to think LGBT people 
have higher insurance rates than others [25]. In fact, LGBT people are less likely to 
have insurance than their non-LGBT counterparts. An analysis of the Current Popu-
lation Survey data over many years showed same sex couples were almost twice as 
likely to be uninsured as compared to opposite sex couples [26]. Much of this is a 
function of not having our relationships recognized by employers, thus not being 
eligible for employer-sponsored family insurance. The economists in the previous 
study projected that universal domestic partner coverage would reduce that insur-
ance gap by 43 %. This insurance gap extends beyond couples as well. Over 1/3 of 
LGBT people with incomes under 400 % of poverty level are uninsured [27]. Trans 
people are significantly less likely to be insured than others.
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States with full marriage equality 
Massachusetts (2004); Connecticut (2008); Iowa (2009); Vermont (2009)1;  

New Hampshire (2010); District of Columbia (2010)2; New York (2011); Maine (2012);
Maryland (2012); Washington (2012); Rhode Island (2013); Minnesota (2013); Delaware (2013);
California (2013)3; New Jersey (2013); Hawaii (2013); New Mexico (2013); Utah (2013);  
Illinois (2014); Oregon (2014); Pennsylvania (2014); Oklahoma (2014); Virginia (2014); 
Utah (2014); Indiana (2014) 

Researchers have long validated the link between marriage and better health. For 
people with cancer, being married usually provides a built-in advocacy and sup-
port team for the emotional and physical rigors of treatment. Until June of 2013, 
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the Defense of Marriage Act (DOMA) had forbidden the federal government from 
recognizing same-sex marriage, even when performed in a state who had made such 
a marriage legal. The crux of the case hinged on a tax issue. Thus directly follow-
ing this case the Internal Revenue Service adopted a “celebration policy”, allowing 
same-sex marriages to be recognized by the federal government as long as they 
were performed in a state where they were legal [28]. The map above highlights the 
25 states with full marriage equality. Many other states still ban any state equivalent 
of a celebration policy, although courts are increasingly ruling against these bans 
[29]. With this celebration policy, couples only needed to be married in a state with 
such recognition to get federal benefits, even if they later lived in a state without it. 
By early 2014 the U.S. Department of Health and Human Services announced they 
were also adopting the IRS celebration policy and working quickly to get it promul-
gated across all of their rulings [30]. This adoption of the celebration policy, and 
the precedent set by doing so, provides direct benefits to same-sex couples across 
the country. As more employers follow suit in recognizing either same-sex partners 
or legal marriages under employer insurance plans, a greater proportion of LGBT 
people will have access to cancer prevention and screening services through health 
insurance.

The Advent of the ACA

The advent of the Affordable Care Act is changing many different aspects of health 
and healthcare in the United States. As was mentioned earlier, there is a new invest-
ment in prevention across a spectrum of activities. Probably the most profound 
impact on the underinsured LGBT population will be via the insurance exchanges, 
both in simply offering insurance to those without, but also with new policy protec-
tions that will benefit the LGBT communities. In addition, section 1557 offers new 
anti-discrimination protections for LGBT people.

ACA: Insurance Policy Changes

Not only will the insurance exchanges cover more people, the policies enacted 
within them will help create an equitable base for insurance coverage. There are 
three levels of changes that will have the greatest impact on the LGBT population. 
First, insurers cannot deny or charge more individuals with a pre-existing condition 
like cancer [31]. Second, no one who works in the marketplaces, including insur-
ers and employees, is allowed to discriminate against LGBT people [32]. Third, 
insurers cannot offer plans that discriminate based on sexual orientation or gender 
identity [32].
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Cancer is a devastating condition in itself, to have it occur when equitable poli-
cies do not afford the same options as others can leave lasting barriers to care, 
some of which policy reversals still cannot rectify. In a recent public example, 
one lesbian was offered a job in another state, but since her new employer would 
not recognize her relationship her partner with cancer stayed behind to continue 
care in the old state [33]. Even though new ACA non-discrimination policies will 
prevent this from occurring among many employers in the future, this family is 
still left shuttling 1,000 miles each way while trying to negotiate being together for 
chemotherapy.

Unfortunately many of the protections of ACA are very new; they are not as 
widely known as would be beneficial, and they are not as widely enacted as would 
be beneficial. As with the case involving the trans woman and breast cancer screen-
ing, people experiencing discrimination must often be willing to engage in a public 
battle to get their due care. While this may be easier for someone being screened for 
cancer, it’s harder to allot that extra energy to complaining about unfair treatment 
for people with a cancer diagnosis.

The trans care protections under ACA are likely to be very beneficial. Trans peo-
ple have long hidden their trans status due to fear of insurance discrimination. For 
trans care, the levels of coverage are often divided into three tiers: mental health, 
hormones, and gender confirmation surgeries. Some states have interpreted these 
new policy protections to extend as far as to gender confirmation surgeries. Even 
though there is no comparable service provided to non-transgender people, states 
have interpreted the protections to extend to surgeries based on the principle of 
parity. There is less ambiguity about hormones and mental health care. Both are 
already offered to non-transgender people, thus the argument can be made it is 
discriminatory not to provide the same treatment to trans people. Likewise, it is 
not infrequent for a trans person to be denied coverage of a body part that does not 
conform with their legal sex. Thus a trans man who has a uterus cannot get routine 
prophylactic care, including cancer screenings. With the new policy protections this 
will change for all the policies which comply with federal ACA regulations. Unfor-
tunately, there are still many policies which do discriminate, while some protections 
are already in place, others give insurers until 2015 to comply [34].

An example as insurance exchanges launched highlights how passing welcom-
ing policies does not immediately change barriers to care. Before insurance ex-
changes opened the organizers of the new LGBT tailored interface to enrollment, 
Out2Enroll, sponsored focus groups to see what messaging would work with the 
different populations. In a presentation at the White House to launch enrollment 
they reviewed their results: while enrollment messaging tested successfully for 
LGB populations, it largely failed for trans people [27]. Fundamentally, the trans 
people in the focus groups did not even trust the enrollment process enough to call. 
They feared being treated with disrespect by the navigators, they feared not having 
navigators know the answers to their specific questions, and they did not think trans 
specific care would be covered. Here some of the most sweeping policy changes 
to ever protect trans health had just been built into the new insurance exchanges, 
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but there is significant concern trans people may not have received enough tailored 
outreach to take advantage of the opportunity. As with many other areas in health, 
while the open enrollment period hit their stated goal of signing up seven million 
new people, there will be little information about how LGBT communities were 
served because those data were not collected.

ACA: Medicaid Expansion

With one in three low and middle income LGBT people reporting being uninsured 
[27], the expansion of Medicaid will create many more affordable insurance options 
for this population. Tailored outreach to the LGBT communities was included in the 
enrollment process, via the efforts of Out2Enroll. This website provided a commu-
nity-driven interface for people interested in signing up for insurance exchanges. 
They also trained outreach workers in the field. Depending on the local policies 
of LGBT inclusion, different states included tailored outreach as well. But since 
LGBT data are not collected as part of the enrollment process, it will be difficult 
to report on the impact of these outreach efforts on reaching the low and middle-
income LGBT populations.

ACA: General Policy Protections

Section 1557 of the ACA lays out nondiscrimination provisions of the Affordable 
Care Act; for the first time ever in healthcare, sex discrimination is explicitly banned 
[34]. While neither sexual orientation nor gender identity was explicitly laid out in 
the legislation this inclusion of sex as a category in the nondiscrimination language 
may now offer a pathway to achieve nondiscrimination for LGBT people.

A recent Equal Employment Opportunity Commission ruling classified trans sta-
tus as a subset of sex, therefor rendering it protected by all existing rulings barring 
sex discrimination [35]. The HHS Office of Civil Rights has followed suit for ACA 
language, clarifying that gender identity is a covered category under sex discrimi-
nation [36]. EEOC goes further and is encouraging people who have experienced 
LGB related discrimination to file a complaint, under the idea that if it involved 
“sex stereotyping”, it can also fall under the protection of the sex discrimination 
umbrella [37]. Ultimately it is likely this argument will wind its way through the 
court system, offering a path whereby a favorable ruling by the Supreme Court 
could set the stage for as much as full LGBT nondiscrimination protections any-
where sex protections are offered. If a Supreme Court decision upheld LGB and 
T discrimination as being protected under the current sex discrimination protec-
tions, this could impact the need for the Employment Non Discrimination Act, any 
educational protection act, or any other piecemeal efforts at getting civil rights. 
HHS’s Office of Civil Rights is currently proceeding with a middle ground position, 
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interpreting ACA protections to extend to gender identity and ‘sex stereotyping’ but 
not necessarily LGB discrimination [38]. Regulations are expected soon to clarify 
this position.

Cancer Control Continuum: Diagnosis and Treatment

Cancer diagnosis and treatment are quite complicated by the process of finding doc-
tors who accept the respective insurance and are welcoming of LGBT individuals. 
As with civil rights, advancements are being made piecemeal, as individual agen-
cies pass LGBT nondiscrimination policies. In 2011, this started to shift as the larg-
est healthcare accreditation body, The Joint Commission, put out a new guidance to 
the hospitals they accredit to include LGBT people in their existing nondiscrimina-
tion policies [39]. Like other policy changes this change would create a large sea 
change in the environment, offering LGBT cancer patients redress if they are in a 
position to fight for it. Despite these provisions being in place, an LGBT health 
policy project in Missouri started to explore the policies of local hospitals and found 
few advertised any of the promised protections. Ultimately, despite the promise 
that most hospitals in the region should have adopted non-discrimination standards, 
patients in the region would be unable to find much evidence of non-discrimination. 
The Missouri project concluded that passing policies without requiring promotion 
of those policies was largely ineffective. If the Missouri experience is any guide, the 
Joint Commission’s policy changes, while sweeping, may not be fully implemented 
nationwide.

Another area of significant new investment in care is the Patient Centered Out-
comes Research Institute (PCORI) [40]. As was explained in other chapters, many 
of the failures in cultural competent care can be viewed as failures in patient-cen-
tered treatment, so research and intervention development in this area could be very 
productive for LGBT patients.

Family Medical Leave Act

The Family Medical Leave Act allows eligible spouses to take up to 12 weeks of un-
paid sick leave to care for a spouse with a serious medical issue. When the Defense 
of Marriage Act was in force, this law did not apply to same-sex spouses, even if 
their state of residence recognized their marriage as legal. With the overturning of 
DOMA by the Supreme Court in 2013, LGBT spouses in states that recognize their 
marriage are now able to use the Family Medical Leave Act to care for a spouse 
with cancer. The Department of Labor just adopted this celebration policy for 
FMLA benefits in Winter of 2015. For the first time, this allows people married in 
states that recognize same-sex marriage to access these benefits even if they move. 
But the citizens that live in states which do not yet recognize  same-sex  marriage are 
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not always able to move to marry. This is especially true for lower income LGBT 
people. For this large swath of the LGBT population, the devastation of a cancer 
diagnosis is still not backstopped by FMLA protections.

Cancer Control Continuum: Survivorship

Every one of the policies that affects the experience of LGBT people with cancer 
earlier in the continuum continues to affect them throughout the survivorship stage. 
If hospitals and health centers are not LGBT welcoming, that will continue to pose a 
barrier to getting appropriate care. If a cancer survivor cannot find welcoming doc-
tors on their insurance plan it will be a barrier. As is discussed in Chapter 13, there 
are very few LGBT-tailored support groups throughout the country, leaving LGBT 
cancer survivors with fewer resources to stabilize emotionally after the rigors of 
cancer. The lack of data collection at so many levels of surveillance and reporting 
will continue to hinder adequate awareness of the needs of this subpopulation. Less 
recognition of LGBT families and general LGBT stigma will continue to exact its 
toll on the emotional and physical capabilities of the cancer survivor and their sup-
port team. As is covered thoroughly in the chapter 14, policy advancements and 
gaps continue to profoundly impact end-of-life care for this population. Since many 
of those policies are dependent on state-based laws, and not regulated by any uni-
form federal standard, progress on that front must occur state-by-state.

Policy Roadmap Towards LGBT Health Equity

Medicaid and Medicare Bully Pulpit In 2011 Obama signed an executive order 
directing HHS to support LGBT visitation in hospitals [41]. They approached this 
goal through an interesting route, by making it a condition of accepting Medicaid, 
which is in turn accepted by virtually every hospital in the country. As the largest 
payer of healthcare services in the country, the federal government has a bully pulpit 
to make changes to non-discrimination in health. If they were to pass a similar rul-
ing ensuring that all Medicaid recipients promoted LGBT nondiscrimination provi-
sions, it would create the largest single nondiscrimination change to date.

Sex Nondiscrimination That same outcome could also be achieved through court 
challenges under the sex discrimination protections. This has the added benefit of 
affecting all the non-health arenas as well, education, employment, etc. Non-discrim-
ination protections will not be achieved by passing policies alone, as shown above, 
adequate promotion of these policies are needed as well as effective enforcement. 
When the EEOC enacted the gender identity non-discrimination ruling it created a 
wave of proactive human resource policy changes, because the EEOC has a long 
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history of enforcing their rulings. Thus larger hiring institutions immediately moved 
to avoid any future conflicts, effectively spreading the policy widely.

Joint Commission Policy Enactment It would be devastating for any hospital 
or health center to lose their Joint Commission accreditation, thus performance 
reviews are viewed with utmost seriousness. The Joint Commission has required 
nondiscrimination provisions since 2012, but as advocates in Missouri discovered, 
they were not being implemented. There is technically an opportunity for any per-
son treated at a hospital that claims Joint Commission accreditation to bring a com-
plaint if they do not find LGBT nondiscrimination provisions. Once there is a basis 
for the Joint Commission to act on a complaint it is likely to cause a wave of pre-
emptive changes much like with the EEOC.

HHS Disparity Population Another key move that would drive major steps 
towards LGBT health equity is if HHS designated LGBT communities a legal dis-
parity population. This little-known legal option would end up adding LGBT to the 
list of other disparity populations wherever they are mentioned in health policies 
across the board. If a funding announcement already mentioned the need for receiv-
ing applications that focused on racial/ethnic minorities and low-income popula-
tions, now it would also list LGBT alongside the others. If data collection focused 
on disparity populations, it would now perforce include LGBT data collection as 
well. Likewise all the health disparity policies that echoed out towards the states 
would now routinely include LGBT in their listing of priority populations.

Research Integration If NIH were to adopt the recommendations of the IOM 
report they commissioned on LGBT health, there would be a wave of changes in 
research on LGBT people with cancer. Instead of a policy of exclusion, new pro-
posals would be required to justify exclusion of LGBT people, creating a de facto 
policy of inclusion. Even if not a single new LGBT research study was funded, hav-
ing routine LGBT integration into the existing National Cancer Institute research 
portfolio would be a huge boon to the field.

Data Collection The United States has a robust health surveillance and report-
ing system. Currently the policy standards on LGBT data collection are, as with 
research, set to exclude LGBT people. In a few surveys, LGBT measures are col-
lected. Advocates continue to bring up data collection as their top priority with 
federal officials. If this standard is changed, and LGBT data are routinely included 
in all demographic measures, there would be a sea of new information about LGBT 
cancer. Data collection by the primary cancer outcome registry, SEER (Surveillance 
Epidemiology & End Results), is particularly important; there will never be any 
evidence of disproportionate impact of cancer on the communities until LGBT data 
are collected by the cancer registries.

Population Level Changes Probably the single largest move towards health equity 
needs to come at the population-level. As more and more people stand up like that 
woman in Colorado and challenge any aspect of the system that is not welcoming, 
more discriminatory policies will be dismantled.
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Abstract This chapter focuses on cancer policy and research from a number of 
countries around the world. It endeavours to determine if cancer rates in LGBT 
communities in these countries differ when compared with the general population. 
There are few countries with national LGBT-specific policies for screening and 
managing cancers. No country could be identified where demographic data on sex-
ual identity/orientation were collected in population-based cancer registries. Thus 
the current knowledge of cancer risk, incidence and mortality in LGBT communi-
ties in these countries is gleaned from population-based surveys, results from stud-
ies of infection-related cancers, in particular HIV, and from clinical, behavioural 
and epidemiological research.

As population-based demographic data on sexual identity are unavailable in rela-
tion to cancer diagnoses, risk factors as surrogates for cancer risk, such as smok-
ing, excess alcohol consumption and human papillomavirus (HPV) infection are 
explored. The prevalences of these factors are compared between lesbian, gay, bi-
sexual, transgender and heterosexual populations where possible. General health 
data are also examined by sexual identity.

The main conclusions of the study are the higher incidence of some risk factors 
in the LGBT community in many but not all countries, the strong link between HIV 
and an increased incidence of infection-related cancers, and the issue that unless 
sexual identity can be documented in census and cancer registry data, population-
based data on cancer incidence in LGBT people will remain rare. A “combination 
prevention” approach to cancer in LGBT communities, similar to that of HIV pre-
vention is proposed.
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Introduction

Though there has been an increased focus on LGBT health in recent years, the 
incidence and risk factors for cancer among LGBT people remain insufficiently 
studied in countries other than the United States[1]. In most countries, there is 
scarce high quality statistical information available on LGBT people, as medi-
cal systems such as national health and cancer registries do not routinely record 
diagnoses by sexual orientation. Thus it is not possible to develop estimates that 
link cancer incidence or mortality to sexual orientation. Consequently, efforts to 
address cancer disparities associated with sexual orientation are greatly impeded 
[2, 3]. Other factors contribute to this lack of data. Many LGBT people grew up 
with legal sanctions on their sexual behaviour and may be reluctant to disclose 
sexuality in health-related settings, even after homosexuality has been legalised 
in their country [4]. In a large number of countries, identifying as LGBT remains 
criminalised and highly stigmatised. Collection of health-related data is close to 
impossible and as a result there are no data on cancer among LGBT populations 
available. Due to perceived and actual homophobia, biphobia or transphobia, 
many LGBT patients do not disclose their sexual orientation to health care pro-
viders [5]. Often the issue of sexual orientation is never raised in cancer settings, 
and the person is presumed to be heterosexual. The current knowledge of cancer 
risk, incidence and mortality in LGBT communities arises from population based 
surveys, results from studies of infection-related cancers, in particular HIV, and 
from clinical, behavioural and epidemiological research. Many studies are small 
and prone to sampling bias, which limits the generalisability of findings [6]. Ob-
taining a representative sample of LGBT people is difficult as there is usually no 
well-defined sampling frame. The recent availability of same-sex marriage regis-
ters may offer a new and promising avenue by which a reasonably representative 
sample may be drawn [7]. As in settings where health care is provided, there may 
be reluctance to disclose sexual identity in research settings [8, 9]. The LGBT 
population, like all other populations, is a very heterogeneous group.

Published Policies and Legislation

It is beyond the scope of this chapter to review all global health policies and legisla-
tions as they relate to LGBT communities. An on-line search of policies from Cana-
da, Australia and the United Kingdom, limited to English language documents was 
undertaken. Search terms included “health”, “policy” “health act” “LGBT”, “les-
bian”, “gay”, “government” and “federal”. Examples of policies and legislations 
in these three countries are discussed below. No national cancer-specific LGBT 
policies could be identified.
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a. Australia

The Australian National LGBTI Health Alliance has estimated that the number of 
LGBT Australians aged over 65 years will reach 500,000 by 2051 [4]. The Aus-
tralian Federal Government’s Commonwealth Department of Health and Ageing’s 
2012 National Ageing and Aged Care strategy clearly states that LGBT people are 
a group requiring particular attention due to the past and continuing experience of 
discrimination. It highlights the limited recognition of LGBT people’s needs by 
service providers and in policy frameworks and accreditation processes [10]. In the 
Australian National Women’s Health Policy of 2010, being a lesbian or a bisexual 
woman is recognised as a social determinant of health. More broadly sexuality, 
sex and gender identity are also considered to be important determinants of health. 
The policy declares that for same-sex attracted women, “the fear or experience of 
insensitive treatment or of blatant discrimination can be a major barrier to access-
ing appropriate and acceptable health care”. The policy emphasises that in order to 
minimise the hurdles that same-sex attracted women face when accessing services, 
it is important to first understand the needs of these groups of women [11].

b. United Kingdom (UK)

There are an estimated 3.6 million LGBT people living in UK, approximately 5 % 
of the population. The UK Health Equality Act (2006) prohibits discrimination on 
the grounds of sexual orientation in the provision of goods and services, including 
health care [1]. The 2007 Equality Act (Sexual Orientation) Regulations state there 
should be equal treatment in all public services, including in the National Health 
Service [12]. A number of non-governmental organisations have released policies 
and strategies on health issues, including cancer diagnosis and treatment, affecting 
LGBT communities in the UK. These documents highlight the need to improve the 
evidence base on cancer in LGBT communities by conducting more research and 
the need to eliminate obstacles to healthcare access for LGBT people [1, 13].

a. Canada

In 1996, the Canadian Human Rights Act was amended to explicitly include sexual 
orientation as one of the prohibited grounds of discrimination [14]. Canada has 
promoted the equality of same-sex partners, including the legalisation of same-sex 
marriage in 2005. A question on sexual identity was added to the Canadian Com-
munity Health Survey (CCHS) in 2003, which has been very valuable in describing 
the health and social needs of the Canadian LGBT community. In 2009, 1.1 % of 
Canadians aged 18–59 reported that they considered themselves to be homosexual 
(gay or lesbian) and 0.9 % considered themselves to be bisexual [15, 16]. Commen-
tators on the Canadian health system have made observations on the exclusion of 
LGBT populations from mainstream health promotion research, policy and practice 
[17]. However, community organisations funded through government sources have 
worked to develop health promotion programs and policies to increase the visibility 
of and the services provided to LGBT people [18]. Province-wide guidelines on 
screening for transgender people for breast, cervical, ovarian, uterine and prostate 
cancers have been published for British Columbia [19].



296 I. M. Poynten

Population-Based Studies and Surveys

In 1989, Denmark became the first country to establish marriage-like partnerships 
with legal implications for same-sex couples. The largest population-based study 
of cancer among the LGBT community is a Danish cohort study which linked in-
formation from the Danish Civil Registration System on men and women in regis-
tered same-sex partnerships with the Danish cancer registry and the Danish AIDS 
registry. Data were linked for the time period between 1989–1997 and results were 
compared with the general Danish population. 1614 women and 3391 men in same-
sex partnerships were included, with an average follow-up of 4.1 years and 4.6 
years respectively. Among women, the overall cancer incidence differed little be-
tween women in same-sex partnerships and women in the general population, albeit 
based on wide confidence intervals (relative risk (RR) 0.9 (95 % CI 0.4–1.9). Men 
in same-sex partnerships were twice as likely to develop cancer compared with men 
in the general population. However, this was almost entirely a result of extremely 
high incidence rates of Kaposi’s sarcoma (KS) (RR 136.0, 96–186), non-Hodgkin’s 
lymphoma (NHL) (RR 15.1, 10.4–21.4) and anal cancer (RR 31.2, 8.4–79.8). The 
overall cancer incidence rate was not significantly different when these cancers 
were excluded from the analysis. Though the findings are pivotal, the study does 
have a number of limitations. No information was available on sociodemograph-
ic factors such as education and income, and the study’s authors caution on how 
representative participants are of all LGB men and women in Denmark [7]. The 
sample size was relatively small. Further data from these linked registries from 
1982 to 2011 were published in 2013. In this updated study, 0.1 % of all partnerships 
were same-sex marriages and 1.0 % comprised women and 1.9 % men registering 
same-sex cohabitation. Cohabitation status was a variable created by determining 
the number and gender of adults sharing the same address as cohort members. Of 
concern, all-cause mortality was markedly increased in all age groups in same-
sex married women (hazard ratio (HR) 1.89, 95 % CI 1.60–2.23) compared with 
opposite-sex married women, with the greatest differences seen in cancer (HR 1.62, 
95 % CI 1.28–2.05) and suicide related mortality (HR 6.4). The mortality rates of 
men in same-sex marriages had declined since the 1990s. Though still raised when 
compared with opposite-sex married men, the mortality rates were similar to those 
among unmarried, widowed or divorced men [20].

Other population-based surveys include the national Canadian Community 
Health Survey (CCHS). Since 2003, respondents have been asked if they are het-
erosexual, homosexual (lesbian or gay) or bisexual. In cross-sectional analyses of 
results for women (60937 heterosexual, 354 lesbian and 424 bisexual), lesbian and 
bisexual women were more likely to smoke than heterosexual women (odds ratio 
(OR) 1.77, 95 % CI 1.22–2.57 and 2.04, 95 % CI 1.47–2.83 respectively). Lesbian 
and bisexual women were twice as likely to report excess alcohol consumption 
compared with heterosexual women (OR 2.67 (95 % CI 1.67–4.28) and 2.00 (95 % 
CI 1.30–3.09) respectively) [15]. Gay and bisexual men in the 2003 CCHS had sim-
ilar rates of daily smoking or excess alcohol consumption as heterosexual men [16].
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A national Dutch survey of patients attending general practices was conducted in 
2001.19685 people were approached and 65 % participated. Sexuality was reported 
by 98.2 % of 9684 participants, with 0.6 % identifying as bisexual men, 1.5 % as 
gay men, 1.2 % as bisexual women and 1.5 % as lesbian women. The SF36 ques-
tionnaire, a standardised measure of functional health and wellbeing, was admin-
istered and results demonstrated lower acute and general mental health status in 
LGB people. Cancer rates were not reported. In this study, sexual orientation was 
not linked to current cigarette smoking in men or women. A lower proportion of 
LGB people were currently using alcohol, but those who currently used alcohol 
were more likely to report recent excess consumption (adjusted OR 1.72, 95 % CI 
1.17–2.99) [21]. Private Lives 2 is the second national Australian on-line survey of 
health and well-being of LGBT Australians. It was administered in 2011, with 3835 
respondents completing the survey. According to results from the SF36 question-
naire, the general health of male respondents was lower than the national average. 
The general health of female respondents was lower still, and transgender men and 
women reported the lowest levels of general health. Only a small numbers of can-
cers were reported (2.1 % of respondents in total; 2.4 % men, 1.8 % women, 2.5 % 
transgender women, 0 % transgender men). The most common cancers were skin 
(19 cases), prostate (16 cases) and breast cancer (12 cases). Of note, breast cancer 
screening rates did not appear to be lower, with 56.2 % of women aged 50–69 years 
reporting having a mammogram in past 2 years compared with 55.2 % of similar-
aged women in the general population [22].

Risk Factors for Cancer

Much of the existing research and proposed evidence for cancer disparities among 
LGBT communities is based on differing rates of risk factors for cancer. Behav-
ioural factors such as cigarette smoking and excess alcohol consumption have been 
associated with a number of cancer types. Nulliparity and being overweight or 
obese have been associated with breast cancer. Chronic HPV infection has been 
causally linked with cervical and other ano-genital cancers and cancers of the head 
and neck (particularly the oropharynx and tonsil). A number of these risk factors, 
including behaviours and infectious agents, are discussed here.

Cigarette Smoking and Alcohol Consumption

Surveys in Australia show varying rates of smoking among LGBT populations. The 
National Drug Strategy Household Survey in 2010 showed current smoking rates 
for the general population at 17.5 %, while the smoking rate for those identifying as 
homosexual/bisexual was 34.2 % [23]. Descriptive and small studies of transgender 
health also suggest high rates of smoking. Forty four percent of transgender men 
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and 35.4 % of transgender women in the Private Lives survey smoked on more than 
five occasions in the preceding month [24]. Among Australian people living with 
HIV, the HIV Futures study reported a decrease in smoking rates from 54.6 % in 
2002 to 30.2 % in 2013 [25]. While rates of smoking have fallen among gay and 
bisexual men and people with HIV, the Sydney Women and Sexual Health survey 
shows that the reported high rates of smoking among lesbians and other same-sex 
attracted women have remained constant between 2006 and 2012 [26]. In the Pri-
vate Lives survey, 60 % of respondents considered themselves non-smokers, 13.7 % 
identify as ex-smokers which is comparable with national data where 57.8 % have 
never smoked and 24.1 % ex-smokers. Reported alcohol use was lower than na-
tional averages [22, 23]. Results from a 2007 online survey of 6178 lesbian and 
bisexual women (LBW) in the UK showed that two thirds of respondents (4118 
women) reported a smoking history and 40 % drank at least three times a week [27].

Tobacco has been identified as the most important risk factor for cancer in the 
UK, with its use linked to 19.4 % of all cancer cases newly diagnosed in 2010. In 
contrast, infectious agents only accounted for 3.1 % of cancer cases in the UK [28]. 
In order to address the perceived increase in cigarette smoking among gay men, 
a UK pilot smoking cessation study was developed. The study aimed to design, 
recruit and deliver smoking cessation group interventions to gay men in London 
in consultation with community groups. The intervention was adapted to meet the 
specific needs of gay men. Of the 98 gay men recruited, 76 attended at least the first 
session. After 7 weeks, 76 % confirmed they had ceased smoking [29].

Human Papillomavirus Infection

Human papillomavirus (HPV) has been classified by the International Agency for 
Research on Cancer as a human carcinogen for several cancer types, including anal, 
cervical, penile, vulval, vaginal and oropharyngeal cancers (in particular tonsillar 
and base of tongue cancers) [30]. Approximately 85 % of anal cancer is caused by 
high risk types of HPV, and the high risk type HPV16 is by far the most common 
cause (90 % of all HPV-related anal cancer) [31].

There have been increasing numbers of studies of prevalence and incidence of 
ano-genital HPV among men who have sex with men (MSM) in recent years. MSM 
are consistently more likely than heterosexual men to have anal HPV detected. A 
systematic review and meta-analysis of studies in MSM that reported prevalence 
and incidence of anal HPV detection, anal cancer precursor lesions (high grade 
squamous intraepithelial lesions, HSIL) and anal cancer showed that anal HPV 
and anal cancer precursors were very common in MSM. In HIV-positive men, the 
pooled prevalences of anal HPV16 and HSIL were 35·4 % (95 % CI 32·9–37·9) and 
29·1 % (95 % CI 22·8–35·4) respectively. In HIV-negative men, the pooled preva-
lences of anal HPV16 and HSIL were 12·5 % (95 % CI 9·8–15·4) and 21·5 % (95 % 
CI 13·7–29·3) respectively [32].

Though the great majority of studies identified in this systematic review were 
from North America, a number of studies on anal HPV from other countries have 
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recently been published. In a cross-sectional Irish study of 113 MSM with detect-
able HPV DNA, 68 men (42 %) had at least one high risk HPV type detected [33]. 
A Netherlands cross-sectional study recruited HIV positive (317, 41 %) and HIV 
negative (461) MSM. Both anal and penile high risk HPV infection were signifi-
cantly more prevalent in HIV positive MSM (65 % vs 45 %, p  < 0.001 and 32 % vs 
16 %, p = 0.001 respectively) [34]. The Study for the Prevention of Anal Cancer 
(SPANC) is a 3-year prospective study of HIV negative and positive gay men aged  
≥ 35 years in Sydney, Australia. By March 2013, 342 participants (median age 49 
years; 28.7 % HIV positive) had attended a baseline visit. The vast majority of 
men (85.8 %) had one or more HPV types detected. Almost two thirds had at least 
one high risk HPV type (64.4 %) and almost a third had HPV16 (30.3 %) detected. 
Similar to other published studies, the SPANC study found that anal high risk 
HPV detection was significantly associated with positive HIV status  ( p = 0.010) 
[35]. A multi-centre cohort study of 551 HIV positive MSM conducted in Spain 
between 2007 and 2011 detected anal high risk HPV in 82 % of men [36]. In a 
cross-sectional study of 445 men with HIV attending public clinics in urban Bra-
zil, men who had sex with women and men (MSWM) and MSM were much more 
likely than heterosexual men to have anal high risk HPV detected (OR 7.33 and 
7.92 respectively) [37].

In-depth interviews and focus groups were conducted in Peru to explore knowl-
edge, attitudes and experiences regarding HPV and genital warts among Peruvian 
male to female transgender and MSM populations. The study found that knowledge 
of HPV was limited. Unfortunately, it did not examine knowledge of the association 
between HPV and cancer [38]. An Italian cross-sectional study assessed knowl-
edge and attitudes towards HPV and HPV vaccination among a random sample 
of 1000 LGB people. Less than two thirds of participants (60.6 %) had heard of 
HPV. Knowledge was higher among women and those with higher involvement 
with LGB community organisations. Though willingness to be vaccinated against 
HPV was high (73.3 %), only 1.7 % reported being vaccinated [39]. Of 1041 MSM 
recruited between 2008 and 2009 from community venues in Vancouver, Canada, 
71.3 % had heard of HPV and 67.0 % said they were willing to receive HPV vac-
cine. Interestingly, for MSM aged less than 26 years old, the median time from first 
sexual contact with males to disclosure of sexual identity to a health care provider 
was 3.0 years (IQR 1–8 years). Thus many young MSM would already be infected 
with HPV by the time they self-reported as gay or bisexual. This highlights the limi-
tations associated with delivering vaccination programs for young MSM through 
health care providers [40].

The incidence of HPV-associated oropharyngeal cancers is rapidly increasing. 
In 2007, oral HPV detection was measured in 500 MSM (50 % HIV-positive) at-
tending Melbourne Sexual Health Centre, Australia. Oral HPV was found to be 
significantly associated with HIV infection. One in five HIV positive MSM (19 %) 
had at least one HPV type detected compared with less than one in ten HIV negative 
men (7 %, p  < 0.001). HPV16 was detected in 4.4 % of HIV positive men compared 
with 0.8 % of HIV negative men. Other risk factors for oral HPV included smoking, 
recent tooth-brushing and more lifetime tongue-kissing and oral sex partners [41].
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The quadrivalent HPV vaccination provides protection against the two HPV 
types that are responsible for most ano-genital cancers (HPV16 and HPV18) and 
the two types that are responsible for most ano-genital warts (HPV6 and HPV11). 
The vaccine has been proven to be safe and effective in both males and females. 
An ongoing national school-based, government-funded, HPV vaccination program 
for females aged 12–13 years commenced in Australia in 2007. The impact of this 
program has been evaluated in different populations. Among 112 083 new patients 
attending sexual health services, a decline in number of diagnoses of genital warts 
was  noted  for  young  female  residents  ( p trend <0·0001) after the HPV vaccina-
tion program was implemented. There was also a statistically significant decline in 
genital warts among young heterosexual men ( p  < 0·0001) which was interpreted 
as being due to herd protection. There was no change in the number of diagnoses 
in gay men [42], demonstrating that gay men will gain little if any herd protection 
from the vaccination of women. The Australian government approved a subsided 
male HPV vaccination program which commenced in February 2013 and is tar-
geted at high school males aged 12–13 years with a catch up only to the age of 15 
[43]. This will clearly benefit very young MSM in Australia. Though HPV-related 
cancers will be prevented in the decades to come, today’s generation of adult MSM 
remain unprotected.

HIV-Related Cancers

It is evident that information and data on cancer rates and mortality are far more 
extensive for gay men with HIV than for LGBT people in general [44]. This is due 
primarily to the presence of HIV and AIDS registries, which often capture informa-
tion on sexual behaviours, at least among men diagnosed with HIV. Though an ex-
haustive review of published literature in this area is beyond the scope of this chap-
ter, the studies discussed here consistently demonstrate the increased risk of cancer 
among gay and bisexual men living with HIV. In a Scottish study of data linkage 
from cancer and HIV registries from 1981 to 1996, the incidence of cancer among 
people living with HIV was 11 times higher than the general population. Among 
gay and bisexual men, the incidence of cancer was 21 times higher than men in the 
general population (standardised incidence ratio (SIR) 21.4, 95 % CI 17.4–26.1) 
[45]. In a Spanish study linking AIDS and cancer registry data, compared with other 
people living with HIV, MSM and MSWM had the highest rates of Kaposi’s sarco-
ma (SIR 3003.23) and any invasive cancer (SIR 53.94) and the second highest rates 
of non-Hodgkin’s lymphoma (after heterosexual men living with HIV, SIR 240.66) 
[46]. Combined data from 1997 to 1998 on cancer rates among 8385 men (25.8 % 
homosexual) from two hospital HIV cohorts and a cohort of HIV seroconverters in 
Italy and France were studied. Observed cancer rates among MSM were compared 
with expected rates (derived from rates in men in the general population). There 
were markedly increased observed rates of cancer at any site (SIR 44.2), Kaposi’s 
sarcoma (SIR 2055), cancer of the salivary glands (SIR 65.5), non-Hodgkin’s lym-
phoma (SIR 124) and Hodgkin’s disease (SIR 11.2) [47].
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Breast Cancer

It is important to emphasise that being a LBW is not in itself a risk factor for breast 
cancer. The fundamental issue is whether LBW are at greater risk of breast cancer 
because the risk factors for breast cancer are more prevalent among LBW [5, 48]. 
These risks include behavioural factors such as excess alcohol consumption and 
smoking (potentially) [49, 50], reproductive factors such as higher rates of nullipar-
ity and delayed childbirth [51]. There is no consensus on whether these risk factors 
are indeed more common among LBW.

A threefold increase in fatal breast cancer among LBW has been found in studies 
from the United States. A recently published systematic review of breast cancer in 
LBW by UK-based researchers was undertaken in 2009. No published incidence 
rates of breast cancer could be identified. The review included nine studies of breast 
cancer prevalence among LBW, mostly small studies of varying methodological 
quality. Of note, only two were from countries other than the United States (Den-
mark and UK). These two studies are discussed in this chapter. The authors empha-
sise that these sparse results validate the call for sexual orientation data to be col-
lected within routine statistics [52]. The UK data included in the systematic review 
above was an online survey of LBW conducted in 2007. No details of the study 
methodology are available. Of the 6178 responses, 8 % of LBW reported a diagno-
sis of breast cancer between ages 50 and 79 [27].

The national UK Lesbians and Health Care Survey was undertaken between 
1997 and 1998. 1066 lesbians responded and three quarters of respondents report-
ed that they believed that LW had the same risk of breast cancer as heterosexual 
women. Twenty one percent of women reported that they never practised breast 
self-examination; the same proportion as among the general population. However, 
only 16 % of LBW performed regular monthly breast self-examination, compared 
with 41 % of women in the general population. Interestingly, 19 % believed their 
risk of breast cancer was higher than that of heterosexual women [8]. Findings from 
a national Australian survey showed that Australian LBW aged between 50–69 had 
similar mammogram rates to the national rates in this age group (56.1 vs 55.2 %), 
which suggests that Australian LBW are not under-screened for breast cancer [22].

Cervical Cancer

Studies from the United States have found significant differences in prevalence of 
cervical cancer by sexual orientation. In pooled data from California Health Inter-
view surveys from 2001 to 2005, bisexual women had more than double the preva-
lence of cervical cancer compared with other women surveyed [2]. However, in the 
Danish same-sex partnership cohort study described above, invasive cervical cancer 
rates among women in same-sex relationships were similar to those in opposite-
sex relationships. Of note, there was statistically significantly less in situ cervical 
disease reported in women in same-sex relationships. Although the numbers were 
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small and thus definitive conclusions difficult to make, the authors suggest that this 
may represent inadequate attendance at screening programs by lesbian women [7].

Disparities exist in recommendations for cervical cancer screening for LBW. 
Additionally, confusion persists among health care providers and among LBW 
themselves over the need for screening and the frequency of screening [8, 53, 54]. 
The British Columbia Cervical Screening Program in Canada recommends that 
all women who have ever been sexually active (touching and intercourse) should 
be regularly screened [55]. In Australia, each state’s guidelines state that LBW 
should be screened routinely, similar to heterosexual women [56]. It has been noted 
that historically, the UK National Health Service Cervical Screening Programme 
(NHSCSP) policy did not provide consistent advice for lesbians, which may have 
led to non-attendance for screening [6].

It has been observed that lesbian women, in particular those who have never 
had sexual contact with a man, have been considered a low risk group for cervi-
cal cancer [12], despite published studies finding similar prevalences of cervical 
atypia between LBW and heterosexual women [57]. In Sydney Australia, a large 
cross-sectional study of women who have sex with women (WSW) was conducted 
between 1995 and 1998. Among 356 WSW (9.6 % of all new female presentations) 
there was no difference in the prevalence of abnormal cytology (CIN1, CIN2-3) 
when compared with 286 heterosexual women [54].

A Lesbians and Health Care mail-out survey enrolled 1066 lesbians in the UK 
over a 12 month period in 1997–1998. The survey found that 55 % of women at-
tended regularly for a pap test, 12 % of those eligible had never had a pap test and 
15 % reported they no longer attended. Of those women who had been screened, 
15 % reported abnormal smears. One in two women perceived that lesbian women 
had a lower risk of cervical cancer than heterosexual women [8]. In the UK online 
survey of LBW discussed previously, 15 % of LBW aged over 25 had never had 
a pap test. Of these women, 20 % had been told they were not at risk, providing 
further evidence of the misperceptions surrounding the need for cervical cancer 
screening among LBW [27].

A UK study enrolled 606 women with cervical cytology results, from specialised 
lesbian sexual health clinics. One in four women had a history of sex with a man. Of 
those eligible, 17 % had never had a pap test and 25 % had not had a pap test for over 
4 years. Ten women (1.7 %), including a woman who reported she was exclusively 
lesbian, had cervical abnormalities (5 Cervical Intraepithelial Neoplasia (CIN)1, 
1 CIN2 and 4 CIN3). One in five (22 %) lesbian women said lesbian women have 
less need for screening than heterosexual women [53]. In Victoria, Australia, 409 
lesbian women at a GLBT community event completed a self-report survey. The 
survey found that two thirds of women were appropriately screened, one quarter of 
women were under-screened and one in ten had never had a pap test. Women aged 
40 or more and interestingly, those who had disclosed their sexual orientation to 
their health care provider, were more likely to be appropriately screened [51]. In the 
national Australian on-line survey of health and well-being of LGBT Australians 
administered in 2011, 56 % of women reported a pap test in past 2 years, similar 
to the 59 % of women who participated in the national cervical screening program 
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between 2008 and 2009. Thirty-nine percent of transgender men reported a pap test 
in the past 2 years [22].

The findings from these studies demonstrate there is a pressing need for educa-
tion of LBW and health service providers as to the risk of cervical cancer and the 
necessity of routine screening among LBW [12, 53]. Further research into barriers 
to cervical screening for LBW needs to be undertaken [12].

Anal Cancer

Among men, anal cancer has consistently been associated with a history of sex with 
other men, thought to be due to anal exposure to HPV [7, 58]. Much of the data on 
anal cancer among MSM comes from HIV registries. A nested case control study 
in the Swiss HIV cohort study found a 30 fold higher rate of anal cancer compared 
with the general population. Of the 59 anal cancer cases that were reported, 73 % 
were diagnosed in MSM. Risk factors included current smoking (OR 2.59), expo-
sure to HPV (OR 4.52) and low CD4 count. A CD4 count less than 200 cells/µL 
6 or 7 years prior to diagnosis was most highly associated (OR for <  200 vs ≥ 500 
cells/µL = 14.0, 95 % CI 3.85–50.90) [59]. The French HIV and HPV cohort study 
followed 247 HIV positive MSM with anal HPV detection, anal cytology and high 
resolution anoscopy (HRA) for anal cancer precursor HSIL every 6 months for 3 
years between 2002 and 2005. Over half of the men (132, 53 %) had anal HSIL 
detected. Risk of anal HSIL increased with increasing age, a CD4 count less than 
50 cells/µL when starting cART and infection with HPV16 and/or HPV18 [60]. In 
the French Hospital Database on HIV there were 124 cases of anal cancer diagnosed 
among men between 1992 and 2004. Three quarters of the men had a history of sex 
with another man. The prevalence of anal cancer was higher among MSM with HIV 
than women or heterosexual men with HIV and increased over time, despite the 
introduction of combined antiretroviral therapy (cART) [61]. In a follow-up study 
using the same database in the years from 2005 to 2008, HIV positive MSM had 
an extraordinarily increased standardised incidence ratio of 109.8 (95 % CI 84.6–
140.3) compared with the general population [44].

The incidence of anal cancer in the Netherlands has doubled in the last few de-
cades. Part of this increase can be temporally linked to an increase in the HIV posi-
tive MSM population in the Netherlands over this time [62]. From 1995 to 2012 the 
overall incidence of anal cancer in MSM in the Dutch HIV Observational cohort da-
tabase was 116 per 100,000PY. Low nadir CD4 (HR 2.41, 95 % CI1.5–3.89), excess 
alcohol consumption (HR 2.23, 95 % CI 1.28–3.89) and smoking (HR 1.60, 95 % CI 
1.07–2.41) were all associated with anal cancer in MSM [63]. In Denmark, 36 anal 
cancer cases were reported in the Danish HIV Cohort Study from 1995 to 2009. Not 
only did HIV positive MSM have over 100 fold risk of anal cancer (IRR 101.4, 95 % 
CI 39.3–261.5), they had a three-fold increase in mortality rate compared with HIV 
negative anal cancer controls [64].
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The causal link between anal HPV infection and anal cancer is well established. 
However, the natural history of anal HPV infection is still being investigated, par-
ticularly as it relates to rates of progression and regression of anal HSIL. Further-
more, the safety and efficacy of available treatment options for HSIL is yet to be 
proven in randomised controlled trials [65] and more research on preventive and 
therapeutic strategies against HSIL is underway [66]. There is ongoing assessment 
and discussion around the performance of anal cytology and HRA for screening for 
anal cancer and little is known of the psychosocial and quality of life impacts of anal 
cancer screening. The SPANC study, discussed above is a prospective study of HIV 
negative and positive gay men aged 35 years and over in Sydney, Australia. 420 
men have been recruited by March 2014, with a target sample size of 600 men. The 
study aims to provide data on anal HPV natural history and to inform the develop-
ment of anal cancer screening guidelines for gay men in Australia [9].

Anal cancer is the most common non-AIDS defining malignancy in those liv-
ing with HIV in Australia [67]. The prognosis of anal cancer is closely related to 
tumour size. Studies from the US have shown that 5 year survival for tumours 
equal or less than 2 cm is 80 %, whereas the 5 year survival for tumour larger than 
5 cm is only 45 % [68]. A French study including 69 people with anal cancers less 
than one cm found a 100 % cancer specific survival and 89 % disease free survival 
at 5 years [69]. As the results from research such as the SPANC study may not be 
available for a number of years, and there is no consensus on screening approaches 
for anal cancer, digital ano-rectal examination (DARE) for early detection of anal 
cancer is being advocated as a simple, inexpensive method of screening. It is un-
known how many clinicians screen using DARE. A questionnaire was distributed 
to HIV physicians in Melbourne Australia. Thirty six physicians (86 %) responded 
and although 86 % said it was important or very important to screen, only 22 % 
were screening their HIV positive gay patients via DARE [70]. The acceptability of 
DARE among HIV positive gay men was examined in the same city. Of 142 men 
offered enrolment, 102 (72 %) participated. Four men were referred to surgeons, 
with one subsequently diagnosed with anal cancer. The examinations were found 
to be almost universally acceptable, with 98 % of men stating they would probably 
have the examination again [71].

Prostate Cancer

In many countries, the notion of an inequality in healthcare for prostate cancer be-
tween heterosexual and non-heterosexual men has caused concern. To explore this 
issue, 460 heterosexual men and 96 MSM completed an anonymous online survey 
between December 2010 and April 2011. These men resided in 17 countries, in-
cluding the US (63 %), Australia (18 %), Canada (9 %) and the UK (6 %). Of note, 
non-heterosexual men had significantly lower grade disease when diagnosed than 
heterosexual men ( p = 0.02) and treatment outcomes were similar between groups. 
Therefore, there was no evidence for disparities in treatment found in this survey 
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and indeed, non-heterosexual men appeared to be more likely to be screened [72]. 
This is similar to findings in California, where other men had three times higher risk 
of prostate cancer than MSM [2]. In the 2011 national on-line survey of health and 
well-being of LGBT Australians, 27 % of males and 21.5 % of transgender females 
had been screened in the past 2 years with either serum prostate specific antigen 
or digital rectal examination. Among men aged 65–75 years of age, screening was 
almost universal (86.3 %) [22].

Though treatments for prostate cancer potentially will have a significant impact 
on subsequent sexual function, there has been very little research in this area among 
MSM. One such study was a qualitative pilot study of MSM treated for prostate 
cancer in Ontario, Canada. Between July 2011 and March 2012, 15 participants 
(seven treated with surgery, eight with radiotherapy) were interviewed. Men treated 
with surgery experienced more erectile dysfunction during anal intercourse and de-
creased sexual activity post-treatment, suggesting that radiotherapy has less impact 
on sexual function [73]. These finding need to be further explored in larger studies.

Head and Neck Cancer

Only a small number of published studies on head and neck cancer and sexual ori-
entation were available from countries other than the United States. In the Danish 
same-sex partnership cohort study described above, men in same-sex partnerships 
had over five times the risk of tonsillar cancer compared with other men (RR 5.6, 
95 % CI 0.60–20.2) [7]. The International Head and Neck Cancer Epidemiology 
Consortium performed a pooled analysis of 5,642 head and neck cancer cases and 
6,069 controls from four population-based and four hospital-based case controlled 
studies. Data was sourced from 12 countries, including the US. The number of 
women reporting same-sex sexual activity was very small and thus data on women 
having sex with women were not presented in the report. Men reporting a history 
of same-sex contact had a markedly increased risk (OR 8.89, 95 % CI 2.14–36.8) of 
cancer of the base of tongue compared with controls and also compared with other 
higher risk groups, such as women reporting oral sex contact ever (OR 4.32). These 
men did not have a raised risk of tonsillar cancer (OR 1.28, 95 % CI 0.25–6.64) [74].

Conclusions

A number of countries other than the United States have recognised the need for 
a national approach to improvements in health in the LGBT community and thus 
instituted policy and legislative change. However, the majority of countries around 
the world have at best neglected or all too frequently, marginalised and criminalised 
LGBT communities, with no consideration of their health and well-being. Thus 
globally, there are vast possibilities for developing and implementing national 
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 LGBT-specific policies for screening and managing cancer. Only a limited number 
of published population-based surveys provided data on cancer risk, prevalence, in-
cidence and mortality in LGBT communities. No country could be identified where 
demographic data on sexual identity/orientation were collected in national cancer 
registries. In Australia, a large scale population-based survey showed low rates of 
refusal to complete a question on sexual orientation, demonstrating the feasibility 
of asking such questions in large scale research [75].

Of all cancer types, the most extensively researched and published is anal cancer 
among MSM. Numerous studies reported on cancer among MSM living with HIV. 
Indeed the amount of data on cancer in MSM with HIV was disproportionally high 
compared with that available for MSM in the general population. Few studies were 
available of risks of cancer among lesbian and bisexual women. Importantly, apart 
from case reports, only one study was identified in the published literature among 
transgender people, where rates of cancer were reported to be similar between trans-
gender people and control groups in Belgium [76]. It is critical that the alarming 
paucity of research in cancer in transgender populations is addressed without delay.

The largest of studies, the Danish cohort study, showed a worrying trend in in-
creases in cancer-related mortality among all age groups of same-sex married wom-
en compared with opposite-sex married women, after no difference was found a de-
cade ago. In 2003, men in same-sex partnerships were twice as likely to have cancer 
compared with men in the general population. However, this was almost entirely a 
result of extremely high rates of KS, NHL and anal cancer [7]. The mortality rates of 
men in same-sex marriages had declined since the 1990s. Though still raised when 
compared with opposite-sex married men, the rates were similar to mortality rates 
among unmarried, widowed or divorced men [20].

The studies presented here provide further evidence that MSM regardless of HIV 
status have a markedly increased risk of anal cancer, while HIV positive MSM have 
a 100 fold increased risk of anal cancer [44, 63]. Tonsillar and base of tongue (HPV-
related) cancers also are more prevalent among MSM. Conversely, prostate cancer 
risk appears to be either the same or decreased compared with heterosexual men. 
Though papers on cervical cancer rates among LBW were not identified, similar 
rates of cervical cancer precursor lesions were found among women having sex 
with women compared with heterosexual women [54].

Differing findings as to risk factors are reported between countries and within 
countries. These differences in reported rates of smoking and alcohol consump-
tion may reflect differences in sampling frames. In Canada, LBW were twice as 
likely to smoke as heterosexual women [15]. There was no difference among men 
by sexual orientation [16]. In the Netherlands, sexual orientation was not linked to 
current cigarette smoking in men or women [21]. In Australia, some studies showed 
smoking rates in the LGBT community double those of the general population [26], 
whereas other studies found smoking rates in the LGBT community were compa-
rable to national data [22]. Descriptive and small studies of transgender health also 
suggest high rates of smoking among transgender people. In Canada, LBW were 
twice as likely to report excess alcohol consumption compared with heterosexual 
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women [15]. There was no difference among men by sexual orientation [16]. In a 
UK study, 40 % of LBW consumed alcohol at least three times a week [27]. In the 
Netherlands, LGB people were more likely to report excess alcohol consumption 
[21], whereas in Australia, reported alcohol use in the LGBT community was lower 
than national averages [22]. It is unclear whether sampling differences or true inter-
national differences are responsible for the disparities in these findings.

When reviewing the infectious causes of cancer, MSM are consistently more 
likely than heterosexual men to have anal HPV detected. The studies discussed here 
demonstrate the increased risk of cancer among gay and bisexual men living with 
HIV. The incidence of any cancer among gay and bisexual men living with HIV was 
21 fold higher in Scotland, 54 fold in Spain and 44 fold higher in Italy and France, 
compared with men in the general population [45–47].

Patterns of health-care utilisation are influenced by the often negative attitudes 
and experiences within the healthcare system [77]. For instance, LBW are less 
likely to have a regular family doctor [15]. These in turn may influence cancer 
outcomes. There is a lack of training for health care professionals providing cancer 
and palliative care services to LGBT people [78], and health promotion strategies 
such as tobacco control programs consistently omit LGBT-specific programs and 
messaging. It is beyond the scope of this chapter to examine ways to address the 
impact that stigma and discrimination have on health-related behaviours and out-
comes, but an approach to cancer in LGBT communities that may be explored is 
“combination prevention”, similar to that of HIV prevention. The UNAIDS defini-
tion of combination prevention programs for HIV is “rights-based, evidence-in-
formed, and community-owned programmes that use a mix of biomedical, behav-
ioural, and structural interventions, prioritized to meet the HIV prevention needs 
of particular individuals and communities …. Well-designed combination preven-
tion programmes are carefully tailored to national and local needs and conditions 
…. They mobilize community, private sector, government, and global resources 
in a collective undertaking. They require and benefit from enhanced partnership 
and coordination. ”[79, 80]. This evidence-informed approach may include bio-
medical strategies (for instance screening and vaccination), behavioural strategies 
(for instance health promotion targeting smoking and alcohol use among certain 
groups) and structural interventions. These structural interventions need to ad-
dress the social, cultural, political and economic environment that affects indi-
vidual and collective vulnerability and risk. For cancer and the LGBT community, 
these interventions may be legislation, programmatic and policy changes. They 
could be standardised and compulsory training of health care providers in LGBT 
health, planning by public health and healthcare agencies for the specific demands 
of LGBT cancer survivors and their family members [2] and inclusion of GLBT 
people in all population-based government health and well-being policies [22]. 
These changes combined with sensitive documentation of sexual orientation and 
gender identity in census and cancer registry data [2, 18] and indeed any govern-
ment funded research [4], would ideally improve our knowledge of the impact of 
cancer among LGBT people.
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Abstract Recently, there have been significant improvements in federal policy 
that have positively impacted many aspects of healthcare for LGBT patients and 
their families. Despite this, significant challenges remain. In order to improve out-
come and survival in the LGBT community, as well as to reduce suffering in LGBT 
patients and families, there are steps that we as a community and society need to 
take. In this chapter we focus on these obstacles and the necessary action steps.

Despite the recent and very significant improvements in federal policy, and notwith-
standing the valiant efforts of dedicated researchers, some of whose work is profiled 
in this book, significant ongoing challenges remain, hurdles that continue to impede 
our ability to reduce the risk of cancer in the LGBT community, of detecting cancer 
early, and thus improving outcome and survival, and equally important, of reducing 
suffering in both the LGBT person and their loved ones. There are several important 
steps that we as a community and as a society have to take if we are to overcome 
these. It is these obstacles, as well as the steps necessary to overcome them that we 
focus on in this chapter.

There are two reasons for focusing on these; the first is to raise awareness about the 
ongoing obstacles, which are hurdles that can in fact be overcome, but which require 
sustained and coordinated effort and persistence. Our second goal is to both inspire 
and challenge the reader into taking action– in either working to remove the obstacles, 
or in tackling one or more of the many remaining gaps in knowledge. We know that 
change can happen, as we are living in its midst. If the priority action areas identified 
in this chapter are tackled, consider in how many thousands of LGBT lives we can re-



R. Elk and U. Boehmer314

duce cancer risk, for how many hundreds of thousand lives we can improve outcome 
and survival, and how much suffering we can prevent in the LGBT community.

Gaps in Research Across the Cancer Continuum

Notwithstanding the remarkable accomplishments of some dedicated researchers,  
many of whom contributed to this book, there remains an enormous gap in knowl-
edge of cancer in the LGBT community, across the entire cancer continuum. Some, 
but certainly not all, of these gaps are listed here for two purposes. The first is to 
demonstrate the broad range of research in cancer in the LGBT community that 
remains unaddressed. The second is so that future researchers or students with an 
interest in any of these areas can find a wealth of research opportunities. These 
issues must be investigated further if we are to reduce the burden of cancer in the 
LGBT community.

Gaps in Research in Reducing the Risk of Cancer

Pathways by which health outcomes influence risk factors: In Chap. 4, Fredrikson-
Goldsen et al. highlight the need for research that delineates pathways by which 
health outcomes can be influenced by risk factors that result from a sexual or gender 
minority status. They recommend studying the interplay of factors such as social 
exclusion and discrimination, in combination with the presence/absence of person-
al/social resources that may result in adverse health behaviors, such as smoking, 
some of which have been linked to the etiology of cancer. Fredrikson-Goldsen et al. 
also suggest assessing the protective factor of marriage as an influence on health 
behaviors, only recently granted to the LGBT community in more than two thirds 
of US states. Although it has been shown that smoking is more prevalent among 
LGB adolescents and at a younger age, in Chap. 5, Burkhalter stresses the need for 
studies focusing on the etiology of smoking disparities among sexual and gender 
minorities. Also unstudied to date are tobacco prevention and cessation interven-
tions specifically targeted to the LGBT community.

Gaps in Research in Screening for and Early Detection of Cancer

In Chap. 6, Clark et al. point out the wide range of studies to determine the preva-
lence of screening, identify those subgroups less likely to be screened, and study in-
terventions appropriate to those subgroups that would enhance screening. Lacking 
are population-based studies to determine the barriers to and facilitators of screen-
ing. Also missing are studies of subgroups within the LGBT community, including 
racial and ethnic minorities, and intervention studies to test methods of reducing 
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barriers. Research is also needed on cancer screening recommendations made by 
providers to LGBT individuals, the outcome on screening adherence of LGBT-
sensitivity training programs for healthcare staff, such as the one provided by the 
National LGBT Cancer Network or the Human Rights Campaign Health Equality 
Index. In Chap. 7, Blank et al. highlight the need for more research on effective 
screening, screening intervals, relative benefits and risks of screening, and screen-
ing training, especially how to direct appropriate screening messages to gay and 
bisexual (GB) men, men who have sex with men (MSM), and transgender people.

Gaps in Research in Cancer Survivorship

As documented by Amiel et al. (Chap. 10) and Haigentz (Chap. 11), cancer in 
sexual minority men is under-researched, including associated psychosocial issues, 
despite strong epidemiological data of increasing cancer rates among sexual minor-
ity men with HIV-infection. Focusing on women with breast cancer in Chap. 9, 
Boehmer highlights the many gaps that remain in terms of our knowledge of sexual 
minority women undergoing or who have undergone treatment. There is a need for 
research on understanding sexual minority women’s experiences with disclosure to 
their provider and their experience within the health care system. Lacking are stud-
ies about sexual minority women’s perceptions of treatments and their outcomes, 
treatment preferences, decision-making and adherence to treatments. Boehmer 
points out that it is key that we conduct such studies in order to ensure that sexual 
minority women achieve their desired role in decision making, are fully informed 
about treatments and side effects, and are supported in coping with late and long-
term effects. Boehmer highlights several other areas of missing research. Little is 
known on health care providers’ perceptions and attitudes towards sexual minori-
ties, knowledge of and skills in caring for sexual minorities. We know almost noth-
ing about sexual minority women diagnosed with Stage IV cancers, or those with 
a recurrence or secondary cancers. The experiences of sexual minority women un-
dergoing treatment at these stages, and their unique needs and preferences need to 
be explored. Survivorship Care Plans are designed to achieve coordinated care with 
the overall goal of enhancing quality of care for cancer survivors. However, there 
are no studies that have determined whether survivorship plans for sexual minority 
women are tailored to address their unique needs. Research is needed to understand 
the experiences of caregivers to the sexual minority cancer patient. There is a dire 
need for intervention studies. The economic burden of cancer on sexual minority 
women’s lives, families, and relationships has been unexplored to date. Studies of 
subgroups of sexual minority women, including those from an ethnic or racial mi-
nority, rural areas, those who are older, and others are missing from the literature 
and are necessary to provide us with an understanding of the needs and challenges 
facing each of these unique groups. In their introduction to Chap. 13 on Cancer 
Survivorship, Margolies and Kamen begin by referring to a review by Boehmer [1], 
pointing out that despite the large number of LGBT cancer survivors, they have for 
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the most part remained invisible in research. There is limited information on the 
support-seeking behavior of LGBT cancer survivors. In Chap. 14, Elk highlights 
the paucity of research that focuses specifically on understanding the needs, prefer-
ences, and perspectives of LGBT people at end of life, and how their preferences 
and those of their partners influence their end of life care decisions. Other than the 
literature focusing on those with HIV and AIDS, there have only been a handful 
of studies focusing on the experiences of LGBTs at end of life and a few focusing 
on their anticipated future. Large-scale research in this area remains a priority, for 
it is only through this process that we can build the necessary evidence to design 
evidence-based programs tailored to the unique needs of LGBT patients who are 
facing a life-limiting illness.

Gaps in Research on Cross-Cutting Issues

The Diversity of the LGBT Community Because much of what is known about 
the LGBT community and cancer has been painstakingly researched, at times over-
coming tremendous obstacles to identify LGBT individuals that fit the respective 
study criteria, insufficient attention has been paid to the diversity of the LGBT com-
munity. Along the cancer continuum, there is a need to consider the intersectionality 
of LGBT people, examining LGBTs’ multiple identities and the ways in which they 
interact [2]. For example, in Chap. 9 Boehmer indicates although racial and ethnic 
minorities are included in studies of sexual minority cancer survivors, the number of 
sexual minority women who are racial and ethnic minorities is too small to be able 
to come to any reliable conclusions. Other intersections, such as LGBT individuals 
who are poor or foreign-born need to be examined as well. In Chap. 16, Matthews 
et al. point out the paucity of information on the needs and experiences of sexual 
minorities of color with cancer across the cancer continuum. A similar vacuum in 
research exists across the cancer continuum among the transgender population. As 
Lombardi and Banik point out in Chap. 15, the IOM report [2] has identified the 
lack of any cancer-focused research among transgender individuals other than a 
small number of case studies focusing on hormone therapy and hormone sensitive 
cancers. Furthermore, the IOM report identified the need for more research in the 
health disparities of transgender people and pointed out that research among these 
population groups remains a high priority [2].

Healthcare Settings The healthcare setting remains unwelcoming to LGBT indi-
viduals. Healthcare staff may be prejudiced, are often untrained in understanding 
the LGBT community, and there is a serious shortage of tailored programs for 
LGBTs with cancer. While it is no longer socially acceptable to engage in overtly 
discriminatory behaviors in healthcare settings, Eliason and Dibble (Chap. 12) 
explain that some healthcare providers harbor overtly negative attitudes, resulting 
in refusal of care or receipt of inappropriate care. Although this is a minority, most 
LGBT patients will unfortunately continue to experience a more subtle form of 
discrimination during visits to a health care setting, including micro-insults such as 
condescension or insensitivity, resulting in the patient’s hyper vigilance and often 
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not coming out. Fredriksen-Goldsen et al. (Chap. 4), Eliason and Dibble (Chap. 12), 
Elk (Chap. 14), Lombardi and Banik (Chap. 15), and Scout (Chap. 17), all describe 
research that clearly indicates LGBT people continue to experience various forms 
of discrimination in healthcare settings, which may result in concealing their sexual 
and gender identities, which in turn may impact the quality and timeliness of care 
LGBT patients receive. Lack of cultural competence training and lack of familiarity 
with LGBT patients’ circumstances (for example, LGBT individuals are signifi-
cantly less likely than heterosexuals to list biological family members as support 
sources, instead listing members of family of choice) and unique needs are primary 
causes and ones that we can target for change.

The Next Wave of Research on LGBT and Cancer: Guiding 
Frameworks

Up to now, the groundbreaking studies discussed throughout this book were pre-
dominantly framed from the perspective of health disparities or health inequities, 
(e.g., lower rates of screening, more cancer risk behaviors), comparing LGBT 
individuals to heterosexual individuals. This remains a compelling approach, which 
needs to be continued to fully explore all aspects of cancer for LGBT individuals 
and to reveal all aspects of structural discrimination and deprivation that hinder 
LGBT people from living long healthy lives. Researchers also frequently assess the 
unique aspects of LGBTs that are not mirrored by heterosexuals (e.g., disclosure of 
sexual identity, experiences stemming from living as a minority).

Many of the frameworks that guide other health research or the research of other 
health issues that affect LGBT patients need to be applied to cancer more fully in 
the future. Moving forward it is important to make use of these additional frame-
works to deepen the understanding of the LGBT communities in the context of 
cancer. Consistent with the recommendations of the IOM report [2], the life-course 
framework can be applied to an understanding of cancer, prevention, and cancer 
risk factors, acknowledging that events at each stage of life influence subsequent 
stages and recognizing that experiences are shaped by one’s age cohort and histori-
cal context. Similarly, the minority stress model, which posits that sexual and gen-
der minorities experience chronic stress as a result of their stigmatization [2] will 
need be fully explored in the context of cancer, including studies that examine the 
neurophysiological responses to the stress experienced by LGBT people, including 
studies that explore biomedical pathways of minority stress on immune function. 
Another framework, syndemic theory, which has been used for understanding HIV 
risk in the LGBT population, is likely suitable and beneficial for understanding 
LGBT patients and cancer as well. Syndemic theory refers to the understanding that 
two or more conditions are interconnected and interacting synergistically, thereby 
contributing to an excess burden of disease in the LGBT population, as has been 
shown for the HIV epidemic in the US [3]. Yet another approach, the Health Equity 
Model [4], is described in detail by Fredriksen-Goldsen et al. (Chap. 4). These au-
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thors explain that the health equity approach aims not only to reduce disparities but 
also to fully maximize efforts embedded within social contexts so that all people 
can attain their full health potential. Other models for deepening the understanding 
of LGBT health in the context of cancer are the resilience of LGBT individuals and 
the LGBT community. Resilience has also been utilized as a framework for under-
standing prevention of HIV among gay and bisexual men [5]. These frameworks are 
not intended as an exhaustive list of approaching LGBT populations and cancer, but 
as examples of approaches to apply in future cancer-related studies.

Lack of Tailored Programs for LGBT Patients and Lack  
of Training of Healthcare Professionals

An immediate and significant outcome of the limited state of research on cancer 
and LGBT communities is the lack of evidence-based programs that address this 
population specifically.

Lack of Risk-Reduction Programs

Although there are many studies indicating the need for culturally sensitive, tai-
lored interventions to reduce behavioral risk among LGBT people, see Fredriksen-
Goldsen et al. (Chap. 4), the reality is that there is a dearth of programs designed 
to address specific behavioral risks in modifying cancer-related risk behaviors. For 
example, of the 14,000 substance abuse treatment centers in the US, Fredriksen-
Goldsen et al. explain that only 6 % of these target lesbian or gay clients. In Chap. 3, 
Tracy provides another example: the lack of an evidence-base for health promotion 
materials developed for sexual minority women on safe sex practices. In Chap. 5, 
Burkhalter discusses data that indicate a high prevalence of smoking among LGB 
youth and LGBT adults, higher than their heterosexual counterparts, pointing to 
a strong need to find effective culturally-tailored programs. Thanks to the effort 
of the Network for Health Equity (now called LGBT HealthLink) headed by Dr. 
Scout, there has been progress in the field of smoking, such as advising the CDC 
on data inclusion in the 2012 National Adult Tobacco Survey, which led to the first 
national LGBT smoking prevalence data. Also, the CDC’s Office of Smoking and 
Health now has several LGBT tailored ads in their mass media campaigns. There 
remains much work to be done, however; few state-level tobacco control campaigns 
include LGBT tailored activities, and most tobacco quit line staff are not trained 
in LGBT cultural competency. In Chap. 17, Scout describes how the Affordable 
Care Act (described below) created a new wave of cancer prevention activities na-
tionwide, with half a billion dollars flowing into community grants that created 
local level programs focused on several cancer risk reduction strategies. Howev-
er, despite top-level LGBT inclusion in the Task Force on Prevention, the actual 
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 funding  announcements for these mechanisms did not result in prioritization for 
LGBT inclusion. Despite the prioritization of inclusion of LGBT people in federal 
documents, other funding sources that were earmarked for city and state cancer pre-
vention efforts resulted in only a few tailored LGBT cancer prevention programs.

Lack of Screening Programs

To date, as Clark et al. (Chap. 6) tell us, no recommendations for cancer screening 
specific to lesbian and bisexual women have been developed or recommended by 
the agencies that develop such guidelines, like the Centers of Disease Control and 
Prevention (CDC) and the American Cancer Society. Dibble and her colleagues 
(referred to in Clark et al.’s chapter) developed and tested an intervention that was 
found to enhance some forms of cancer screening, but this intervention has not 
been implemented in other settings despite its proven efficacy. Interestingly, Scout 
(Chap. 17) explains that in the absence of guidelines for screening of transgender 
men and women, the CDC adopted the guidelines for transgender women created 
by the Center for Excellence on Transgender Health in December 2013, following 
national pressure after a transgender woman filed suit. The result is that all unin-
sured transgender women are eligible for free screening under the National Breast 
and Cervical Cancer Screening program.

Lack of Evidence-Based Survivorship Programs

As indicated earlier, there is an absence of evidence-based interventions and pro-
grams for sexual minority individuals with cancer, including survivorship care plans 
tailored to this population. Margolies and Kamen (Chap. 13) state that the most re-
quested service by cancer survivors is targeted support groups for LGBT survivors. 
Yet, although support systems can have a profound impact on recovery and health 
outcomes, there are very few LGBT-tailored support groups in the US, and very 
few that are tailored to the needs of same-sex partners supporting the person with 
cancer. In addition, Margolies and Kamen explain that most cancer support groups 
operate under the one-size- fits-all model, which is often not appropriate for LGBT 
cancer patients in so many regards (e.g., pink paraphernalia may not be viewed as 
healing by lesbians and gender nonconforming patients.)

In order to provide patient-centered palliative and end of life care and services to 
LGBT patients and their families, which are currently unavailable, Elk (Chap. 14) 
stresses that it is essential that the physical, psychological, social, cultural and spiri-
tual needs of these patients are recognized, understood, and to the fullest extent pos-
sible, met. This includes recognition and acceptance of sexual and gender minorities 
and all that is entailed, including acceptance and full recognition of the partner, who 
should be fully involved in the care and decision-making process. Care must also 
be delivered in an environment that is nonjudgmental and understanding. Similar 
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recommendations are provided by Amiel et al. in Chap. 10, for urologists and other 
cancer treatment providers to address the unique needs of gay and bisexual men 
for survivorship services and techniques for providers to make their practice more 
welcoming for gay and bisexual men facing cancer.

Recommendations A particularly useful framework for thinking about the program-
matic and policy needs of LGBT populations is the social ecological perspective, 
which recognizes that an individual’s health is affected by community and social 
circumstances [2]. Therefore, LGBT health programs should consider LGBT indi-
viduals in their various contexts, including their interpersonal relationships, and 
strive for broad policy changes.

Access to Screening Although mandates in the Affordable Care Act and the repeal 
of the Defense of Marriage Act (DOMA) may reduce the number of LGBT people 
without insurance, some LGBT people will nonetheless be denied access to cancer 
screening, either because of lack of insurance or not being in a married or com-
mitted relationship to obtain partner benefits. Clark et al. (Chap. 6) make several 
recommendations to enhance these, including increased marketing of the National 
Breast and Cervical Cancer Early Detection Program to underserved lesbian and 
bisexual women. The use of electronic medical records, in which patient identifying 
information is retained, may be of value, as is education to health care providers on 
high-quality ways of enhancing screening in sexual and gender minorities.

Tailored Programming Margolies and Kamen (Chap. 13) speak of the need for 
tailoring that should be applied to survivorship programs for LGBT patients, for 
example, supportive care for patients with anal cancer among gay and bisexual men 
may need to address the sexual side effects of this type of cancer. Other suggestions 
include the use of patient navigators, matching patients with others in their peer 
network.

Nondiscrimination Policy Prior to 2011, it was up to individual healthcare organi-
zations whether to have a nondiscrimination policy. As Scout (Chap. 17) explains, 
this changed when the Joint Commission, the largest healthcare accreditation body, 
issued a new guidance to all healthcare organizations, indicating that in order to 
receive accreditation LGBT people had to be included in the organization’s nondis-
crimination policies.

Training in Cultural Competence and Accreditation of Healthcare Agen-
cies Training in LGBT cultural competence at the professional level, including 
medical and nursing schools and schools of allied health and public health, cur-
rently not an integral part of study, is an essential first step. The AAMC (Associa-
tion of American Medical Colleges) Advisory Committee on Sexual Orientation, 
Gender Identity, and Sex Development has recently created a publication with a 
set of competency guidelines as a resource for medical educators [6]. This publica-
tion represents a major step forward in giving medical schools, academic medical 
centers, and other health organizations a roadmap for improving care for LGBT 
people.
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The provision of LGBT cultural training competence to all health care provid-
ers will go a long way to promote better understanding and care of LGBT patients. 
Such national training programs are now available, and healthcare agencies that 
provide such training receive certification as a Leader in LGBT Healthcare from 
the Human Rights Campaign Health Equality Index (HEI). If the Joint Commission 
were to make this a mandatory training for all health care facilities to receive ac-
creditation, this would result in substantial improvements in care of LGBT patients.

Safe Space Active welcoming of LGBT patients including the Safe Space symbol, 
to indicate that the clinic and its healthcare staff openly support the LGBT com-
munity is one of the methods of enhancing inclusiveness and acceptance of LGBT 
patients described by Margolies and Kamen (Chap. 13).

Monumental Recent Developments

In the sections above, we have described the dearth of LGBT-focused research and 
of LGBT-tailored programs, and have made recommendations for how to remedy 
these. However, we are living in a time of change, and we would be remiss if we 
were not to provide a perspective into the significant developments that have taken 
place over the last few years, advances that have the potential to significantly im-
prove the healthcare of LGBT people. In addition to the HEI certifications and 
the Joint Commission accreditation guidelines described above, these include (1) 
the Affordable Care Act, (2) the repeal of the Defense of Marriage Act (DOMA) 
DOMA, (3) actions by the Department of Health and Human Services (HHS) and 
(4) the Presidential Memorandum.

Affordable Care Act (ACA)

This landmark Act will change the face of healthcare in the US. According to Scout 
(Chap. 17), the most profound impact on the underinsured LGBT population will be 
via the insurance exchanges, both in offering insurance to those without it, but also 
with new policy protections that will benefit the communities. With one in three 
low and middle income LGBT persons reporting being uninsured, the expansion 
of Medicaid will create many more affordable insurance options for this popula-
tion. In addition, Sect. 1557 offers new anti-discrimination protections for LGBT 
people. There are three levels of changes that will have the greatest impact on the 
LGBT population: Insurers cannot deny a person or charge them more if they have 
a preexisting condition, such as cancer. Second, no one in the health care market, 
including insurers and employers, is allowed to discriminate against LGBT people 
and third, insurers cannot offer plans that discriminate based on sexual orientation or 
gender identity [7]. Protection for transgender people is also likely to be extremely 
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beneficial; coverage now is being interpreted to include mental health and hormones 
but this is a moving target and not consistently interpreted. Since this is a new law, 
many of the protections stated in it are not as widely known as they need to be.

Repeal of DOMA

In a turning point decision in June 2013, the US Supreme Court struck down sec-
tions of the discriminatory DOMA, which was followed in 2014 by the Supreme 
Court’s rejection to decide on appeals of same-sex marriage laws, setting into mo-
tion a rapid expansion of legal same-sex marriage to many more US states and the 
equal legal treatment of same-sex marriages from the federal government. Scout 
(Chap. 17) highlights the direct benefits to same-sex couples across the country. As 
more employers follow suit in recognizing either same-sex relationships or their 
marriages under employer insurance plans, a greater proportion of LGBT people 
will have access to cancer prevention and screening services through health insur-
ance. Elk (Chap. 14) explains, however, that although this ruling is for same-sex 
married couples, it does not change any of the discriminatory state laws that still 
exclude same sex couples from state-conferred marriage rights in approximately 
15 remaining states. This aspect has direct implications for the end of life care of a 
partner of an LGBT person. For example, receipt of a same-sex spouse’s Medicare 
benefits (health benefits provided to someone over the age of 65) is only possible 
if she/he is married under the law of the state where he/she is living at the time of 
filing for benefits. Less well known are the changes that took place in the nation’s 
largest health care system, the Department of Veterans Affairs (VA). Following the 
repeal of the discriminatory US military “Don’t ask, don’t tell” policy in 2010, 
increased protection and access to VA care became possible for LGBT veterans. 
Specifically, the VHA Directive 2011-024 regulated the provision of health care for 
transgender and intersex veterans, ensuring that transgender individuals eligible for 
VA care may now use the VA for hormonal therapy, mental healthcare, preoperative 
evaluation, and medically necessary post-operative and long-term care following 
sex reassignment surgery [8].

Presidential Memorandum 20511 of 2010

In 2010, President Obama signed an executive order directing HHS to support LGBT 
visitation in hospitals. As Elk (Chap. 14) explains, prior to this landmark mandate, 
partners of LGBT patients who were unconscious or not coherent could have been 
challenged by the hospital from both visiting their partners in hospitals, or acting as 
health care surrogates for partners who were incapacitated, including at end of life. 
The President directed the Department of Health and Human Services (HHS) to ad-
dress these issues and in response, the Centers for Medicare and Medicaid (CMS), 
an HHS agency, amended its rules. Hospitals that accept Medicaid and Medicare 
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must respect patients’ advance directives and are prohibited from denying visitation 
priveleges based on, inter alia, sexual orientation. This means that in all hospitals 
that accept Medicaid and Medicare, the LGBT patient has the legal right for his/her 
loved one to visit in the hospital. However, Elk cautions that unlike in visitation of 
LGBT partners where federal law governs, in the case of an advance care directive, 
state law governs. This means that if an LGBT patient has not executed an advance 
directive granting rights to their same-sex partner, state health care surrogacy laws 
take over i.e., abiological family member can take over decision-making such as 
whether to continue treatment or whether to remove a loved one from a ventila-
tor or other healthcare decisions so critical to end of life care, and they can do so 
regardless of the wishes of the same-sex partner. Whether this happens or not is 
determined by the state’s legal perspective towards same-sex marriage (http://www.
hrc.org/resources/entry/health-care-proxy). LGBT individuals who live in the states 
that still resist same-sex marriage are at risk of the state health care surrogacy laws 
taking over [9]. Scout (Chap. 17) points out that the federal policy about visitations 
was achieved by making it a condition of accepting Medicare, and comments that as 
the largest payer of healthcare services in the country, the federal government has a 
bully pulpit to make changes to non-discrimination in health. If they were to pass a 
similar ruling ensuring that all Medicaid recipients promoted LGBT nondiscrimina-
tion provisions, it would create the largest single nondiscrimination change to date. 
This is a lofty goal, but certainly a worthy target to work towards.

Major Obstacles and Recommendations for Action

A number of ongoing challenges are preventing the rapid expansion of knowledge 
through research and the development of evidence-based programs for LGBT popu-
lations and cancer.

Lack of National and State Surveillance Data Collection

The first step in identifying cancer prevalence, incidence, and mortality rates in any 
population group includes the examination of cancer registry data. These data are 
either collected at the state-level in partnership with the CDC’s National Program of 
Cancer Registries, or by the SEER (Surveillance, Epidemiology and End Results) 
Program of the NCI. Yet, to date cancer registries in the US do not include informa-
tion on sexual orientation and gender identity [2, 10, 11]. As addressed in over half 
of this book’s chapters, this lack of systematic data collection acts as a significant 
barrier to understanding cancer incidence, treatment, and survival of LGBT people. 
This lack of information has prevented the identification of disparities in cancer inci-
dence and mortality among LGBT people compared with heterosexual and cisgender 
persons, resulting in insufficient information suitable for the development of LGBT-
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specific screening guidelines. Unfortunately, as described by Dr. Poyten (Chap. 18), 
the lack of systematic data collection remains equally abysmal in other countries,.

There have been improvements in recent years, in that an increasing number of 
government and state-sponsored surveys include measures of sexual orientation. 
For example, many state-sponsored surveys e.g., CHIS (California Health Inter-
view Survey)) ascertain sexual orientation, as do other government-sponsored sur-
veys, e.g., National Health Interview Survey, National Survey of Family Growth, 
etc. However, even here there is still a need for considerable improvements, in that 
to date questions that ascertain gender identity are still mostly missing with few 
exceptions, such as the Behavioral Risk Factor Surveillance System (BRFSS), to 
which a number of states added questions about gender identity. Furthermore, while 
an increasing number of states opted to include sexual orientation above and beyond 
the mandatory BRFSS modules, only a consistent inclusion of both sexual orienta-
tion and gender identity questions in all US states will provide for a comprehensive 
national assessment of the health of LGBT communities in the US.

Recommendations for Action Scout (Chap. 17) explains why surveillance data 
are different from full probability studies. “First, states and the federal government 
rely on it for policy decisions; second, it is considered higher standard of evidence 
and thus holds more weight for demonstrating need in proposals; third, since these 
are often the largest surveys, it is more likely to provide much needed evidence 
on the quality and magnitude of health gaps. Reporting data are the only way dif-
ferent types of cancers are tracked in different populations. Until LGBT data are 
included in all facets of health data collection as a routine part of a demographic bat-
tery, LGBT cancer disparities will continue to be masked by inexact science (Scout 
p. 5.)” Sell and Dunn [12] and Boehmer et al. [13] have made compelling arguments 
for the inclusion of sexual orientation and gender identity as critical demographic 
variables that should be included in all surveillance and epidemiological research 
systems. Until this is the case, we will never be able to adequately address the needs 
of the LGBT population across the cancer continuum. Advocating for these data to 
be collected as part of all national and state surveillance and epidemiologic research 
systems must remain our first priority.

Lack of Research Funding

The key method of advancing knowledge is through conducting research; the Na-
tional Cancer Institute (NCI) of the National Institutes of Health (NIH) is by far 
the largest funder of cancer research. In FY 2013 (the latest year for which data are 
available) their budget was $ 4.79 billion, of which 41.8 % were allotted to Research 
Project grants (total number funded in 2013 are 4816) (see: http://obf.cancer.gov/
financial/factbook.htm). Yet, a recent analysis of grants funded by the entire NIH 
found only 628 studies from 1989 to 2011 that mentioned LGBT [14]. Of these, 
only 5.6 % focused on cancer and only 1.4 % on tobacco [14]. The gap of funding 
by the NIH on LGBT research is vast.
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The American Cancer Society is the largest not-for-profit funder of cancer re-
search. Over a 15-year period, only six grants focusing on LGBT populations were 
funded, all six during a 7-year period when one of the chapter authors (R.E.) served 
as Director of Cancer Control and Prevention Research, none before and none since.

This limited funding of LGBT cancer research by both the NIH and ACS oc-
curred despite both organizations’ embrace of an inclusive definition of health dis-
parities, each acknowledging sexual orientation and the greater burden of cancer in 
LGBT communities. Further within the ACS, this inclusive approach relied heav-
ily on a knowledgeable LGBT-research-friendly and out Program Director, who 
encouraged applicants to apply for funding of their LGBT focused applications. 
Positive changes took place in terms of research focusing on LGBT health at the 
NIH in 2012; a cross-institutional Funding Opportunity Announcement (in effect 
until 2015) was released that focuses specifically on the health of LGBTI groups.
The extent to which this Funding Opportunity resulted in funded LGBT research 
studies has yet to be evaluated.

In order to be funded, peer review committees have to review LGBT applica-
tion and deem them worthy of funding. For the ACS, it is clear that the program-
matic strategies of including LGBT health disparities within the definition of cancer 
health disparities, the appointment of peer reviewers with LGBT expertise, and the 
knowledge of an LGBT-research-friendly and out Program Director, encouraged 
applicants to apply for funding. Although this is but a small example of making 
change possible, think of how much change we can achieve if at the NIH, each In-
stitute had a Program Officer knowledgeable and welcoming of LGBT applications 
and each review committee included reviewers with LGBT expertise.

Recommendations for Action In 2011, the Institute of Medicine report on LGBT 
health [2] outlined a set of recommendations that would advance the knowledge 
and understanding of LGBT health, such as routinely collecting data on sexual and 
gender minorities in all federal surveys and in electronic health records [15]. Other 
key IOM recommendations focus on the NIH; suggesting a full research agenda 
on LGBT health, the training of LGBT researchers, and the routine collection of 
data on LGBT; i.e., for every grant submitted, researchers would have to justify 
why LGBT people were excluded if they were not automatically included in the 
study. Another often-mentioned change that researchers in particular wish to see 
is for the Director of NIH to explicitly recognize LGBTI individuals as minorities, 
“through the guidelines established … define the terms ‘minority group’ and ‘sub-
population’” (492B(g)[2] http://grants.nih.gov/grants/funding/women_min/guide-
lines_amended_10_2001.htm).

There have been several key positive changes at the NIH in terms of research 
focusing on LGBT health; for example, the issuing of a cross-institution Funding 
Opportunity Announcement in 2012 that is still in effect, that focuses specifically 
on the health of LGBTI groups. In 2013 the NIH Director outlined a three-pronged 
plan for increasing the portfolio of grants that focus on LGBT populations, includ-
ing the creation of a LGBTI Research Coordinating Committee (RCC) under the 
National Institute on Minority Health and Health Disparities which is a trans-NIH 

http://grants.nih.gov/grants/funding/women_min/guidelines_amended_10_2001.htm
http://grants.nih.gov/grants/funding/women_min/guidelines_amended_10_2001.htm
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committee that facilitates and coordinates activities related to LGBT issues across 
the NIH and the Department of Health and Human Services. In 2014 the NIH LG-
BTI RCC, in conjunction with the NIH Office of Equity, Diversity and Inclusion, 
developed a website containing information about the committee and its activities, 
as well as programs at NIH and other LGBT-focused material (see: http://edi.nih.
gov/people/portfolios/about). A report just released by the Department of Health 
and Human Services, indicates that the NIH will take additional steps to advance 
research in LGBT health. One new example is the launch Health Inequity Explora-
tion Research Supplements for existing research grants. These changes are both 
necessary and laudable, but are only the tip of the iceberg; more importantly, at the 
time of writing, none of the IOM recommendations have been implemented. Only 
with the implementation of all the IOM recommendations will we see the beginning 
of the needed movement towards building a research knowledge base of cancer in 
the LGBT community, and only with that knowledge can we begin to implement 
necessary programmatic and legislative changes. It is possible that this will in fact 
be implemented in the next few years; the recently released report states that the 
NIH will release a strategic plan for sexual and gender minority health research that 
aligns with the recommendations issued by the IOM (see: http://www.hhs.gov/lgbt/
resources/reports/dhhs-lgbt2014annualreport.pdf).

The Academic Obstacle

In addition to the two major research obstacles described above, there is another 
barrier not often discussed. The majority of health related research is conducted 
within the context of academia; where promotion and tenure are very tightly con-
trolled, and where senior faculty input plays a key role in a “yay” or “nay” vote for 
either promotion or tenure. Unfortunately, until recently, faculty who built their 
careers around research focusing on LGBT groups (other than HIV research), by 
virtue of their research focus, often hampered their career, facing homophobia and 
discrimination by their academic institution and the academic community. Many 
faculty members have been advised not to conduct research in the LGBT field, 
and those who do are susceptible to having their work marginalized or described 
as ‘biased’ and ‘lacking rigor’ [16]. While HIV and AIDS-related research, which 
after initial tremendous struggles has been consistently funded [1, 14], there are 
comparably fewer grant-funded academic cancer researchers with a focus on cancer 
in LGBT populations, given the significant obstacles they face. Despite the many 
hurdles within academia and the dire funding, a National Summit on Cancer in 
LGBT Communities was held in NY in 2014, the first such summit on cancer in the 
community ever held. We owe a debt of gratitude to each of these courageous and 
inspiring leaders who have led the way.

Recommendations for Action It is imperative that academic institutions develop 
a climate where institutional discrimination is diminished, tokenism is not accepted 
and departments do all to create a climate of inclusivity and cultural competency 

http://www.hhs.gov/lgbt/resources/reports/dhhs-lgbt2014annualreport.pdf
http://www.hhs.gov/lgbt/resources/reports/dhhs-lgbt2014annualreport.pdf
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[16]. Within that context, bias against LGBT-focused research conducted by faculty 
must be highlighted and addressed. In many ways, academic institutions will likely 
follow suit and reward LGBT-focused research, once gender and sexual minorities 
will be part of minority definitions and protections via federal policies and guide-
lines, similar to changes that occurred within academia with respect to racial and 
ethnic minorities. There are some organizations that can serve as role models for 
future LGBT Centers that focus on cancer and LGBT health in academia. For exam-
ple, The Center for LGBTQ Studies (CLAGS) is the first University based center 
(at CUNY) with the specific goal of nurturing academic excellence in scholarship 
focused on the LGBT community. They have recently launched LGBT Scholars 
of Color Conference in which the goal is for LGBT Scholars of Color to network 
with other scholars, receive mentoring by senior scholars in academic skills includ-
ing research, navigate the tenure process and help build the pipeline for the future. 
Twenty years ago this would not have been thought possible; however, this is just 
the beginning. For now these Centers are a precious rarity. Think what the future of 
academia and the future for LGBT health focused research would be if many more 
similar organizations proliferated across the US. One strategy for such prolifera-
tion would be for NIH to fund Centers of Excellence in LGBT health. This was a 
strategy used to jumpstart the field of disability research and HIV research; it would 
be a welcome addition to the field of LGBT health research. With adequate funding 
and institutional support, Cancer Research Centers that focus on LGBT populations 
could and should be established around the country, becoming leaders in cancer 
research and collaborating with LGBT community organizations. Until then, indi-
vidual researchers will continue to focus on their areas of interest and passion and 
continue to write grants, conduct studies and publish their results. The results of 
these studies are essential to gain deeper understanding into our knowledge of can-
cer prevention, early detection and survivorship strategies for LGBT populations, 
which are so necessary to develop evidence-based programs.

Conclusion

In this chapter we have highlighted the major obstacles LGBT health and cancer 
research continues to face, and the resultant lack of much needed research and 
programs. We have also made several significant recommendations, that if (when) 
implemented will bring about significant improvements in the provision of preven-
tion, early detection, quality care, and support to our LGBT brothers and sisters. We 
invite all our readers to become involved in whatever manner suits your wishes and 
skill sets best. Remember, there is absolutely no logical reason why the Cancer Reg-
istries do not include information on gender identity and sexual orientation, why the 
NIH and other funders of cancer research like the American Cancer Society do not 
implement the IOM Report guidelines. There is no logical reason why all healthcare 
settings don’t openly embrace LGBT patients, and there is no logical reason why 
targeted cancer prevention, screening and survivorship research is not conducted 
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and funded, and evidence-based programs developed and implemented. The recent 
monumental developments are indeed that, monumental, and bring in their wake 
huge improvements. However, we cannot, and must not rest until these substantial 
obstacles are overcome and we are able to conduct the necessary research and pro-
vide the services that the LGBT community needs and deserves.
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